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Abstract
Knowledge of the experience of intensive care, from the patient's perspective, is essential
to the delivery of effective nursing care in the Intensive Care Unit (ICU). In this study
former patients from a general medical-surgical ICU, situated in a large Australian
metropolitan teaching hospital, v^ere interviewed about their experience of intensive care.
Grounded theory formed the basis of the methodological approach to data collection
and data analysis. Data were collected using in-depth interviewing and patients' medical
records were also reviewed. The data were analysed according to the tenets of grounded
theory and theory, based on patients' experiences of being in the ICU was developed.
The category of experience forming the core of the theory was suffering. Patients in ICU
suffer physical, emotional and spiritual phenomena and this suffering dominates their
experience. Patients also experience fear, ranging from mild apprehension to intense fear
of dying whilst in the ICU. To withstand the fear and suffering, inherent in the ICU
experience, patients use a number of coping strategies which include willpower,
acceptance, faith and social support. Patients undergo a process of adaptation over a
period of time in which they move from a state of incomprehension and inefifability to a
state of comprehension and acceptance. Staff who care for patients in the ICU deliver
intensive care which, along with the patients own coping strategies and the adaptive
process, helps to reduce the fear and suffering of the ICU. The theory resulting from this
study includes categories which describe patients' perceptions of their experience and the
legacy of the ICU experience.
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CHAPTER 1
Introduction
Background to the Investigation
An Intensive Care Unit (ICU) is a specially staffed and equipped hospital ward dedicated
to the management of patients with critical or life threatenmg illnesses, injuries or
surgical complications (Oh 1997, p. 3). Physically, the ICU is architecturally discrete
from the rest of the hospital. Patient bed areas are variously arranged in an open ward
area and in single rooms. The two main features of the ICU enviromnent is the
preponderance of machines and medical technology as well as the large numbers of
nurses, doctors and allied health staff. Modern intensive care as a medical and nursing
speciality, has evolved since the 1950's from the experience of respiratory and cardiac
care, physiological organ support and coronary care units. Patients are admitted to the
ICU because they are suffering from a critical illness requiring physiological organ
support and intensive medical and nursing care.

As a nurse clinician in an ICU I had often wondered about the experience of the ICU
from the patient's perspective. From the clinician's point of view it seemed that the
experience was very different for each individual patient. There were some patients who
became totally demented whilst in the ICU and then others who appeared totally relaxed
and seemed to fit into the ICU as if it were a home away from home. As a nurse
researcher I decided that gaining a theoretical and empirical understanding of the
experience of ICU, from the patient's perspective, was very important to the quality of
nursing care delivered in the ICU.

After making this decision, a preliminary review of the literature raised interesting
questions and issues for both nurse researchers and nurse clinicians. The literature that
was readily available (Wilson 1987, Titler, Cohen, & Craft 1991, Pennock 1994,
Simpson, Armstrong & Mitchell 1989, Kornfeld 1971, Hudak, Gallo & Benz 1990)

suggested that few researchers had asked former patients about their experiences of
intensive care using an in-depth, open style of interviewing. Most of the research
reviewed, had focussed on specific, narrow aspects of intensive care and was not
principally concerned with a holistic perspective of the patient's experience. In relation to
the limited approach researchers had taken to the experience of intensive care, Simpson
(1989) state that:

The studies of patient recollections of the critical care experience are limited with respect
to how recollections are described, the instrument used to obtain recollections, and the time
of interview in relationship to the time of transfer. Most studies have focussed
predominantly on negative aspects of the experience without emphasising neutral or
positive aspects. In addition to reporting only stressful factors, most results are constrained
by the use of closed rather than open ended instruments.

(Simpson et al 1989, p. 326)

Following this preliminary literature review, I decided that a study which focussed on
patients' perspectives of their experiences in the ICU would be of great benefit to nurses
working in the field of intensive care. In relation to the patient's experience Gerteis,
Edgman-Levitan, Daley & Delbanco (1993) state that:

However dazzling the technological achievement of medical science over the last fifty
years, the patient's experience of illness and medical care is at tlie heart of the first purpose
of clinical medicine - to relieve human suffering.

(Gerteis et al 1993, p. 2)

I approached this study with the belief that the patient's experience of illness and nursing
care is at the heart of the first purpose of nursing - to relieve human suffering.

Key Research Question
The key research question that I set out to answer in this study was:
What are the significant features of the experience of being a patient in an
Intensive Care Unit as described by former patients?
A study goal and study objectives were formed to direct the research project in order to

answer the research question in a way that would be useful for health professionals
working in the field of intensive care. The goal of the study was to develop a grounded
theory to describe and explain the patient's experience of intensive care. The objectives
of the study were:
•

to describe significant characteristics of the experience of intensive care;

•

to weave these characteristics into an integrated theory of patients' experience of
intensive care;

•

to outline the implications of this theory to the practice of nursing in intensive
care.

Objectives of the Study
I considered that the best way to achieve the objectives stated above was to set out to
develop a substantive theory of patients' experiences of intensive care which would be
fiilly integrated and grounded in hard empirical data. I selected the grounded theory
method, as outlined by Strauss and Corbin (1990), as the methodological fi-amework for
this study. This approach is a well documented method which incorporates a rigorous
approach to qualitative research which is grounded in the everyday reality of the
substantive area of interest. This method is more fully explained in chapter 2. By using
the grounded theory method I set out to develop a theory that would be tightly
integrated and that would not only describe but also explain the various aspects of the
patient's experience of intensive care.

Through the use of the grounded theory method I hoped to construct a theory that was
embedded in the data from which it was derived. I believed that if the theory that
resulted from this study was to be useful to nurses practicing in the ICU it needed to
closely reflect the reality from which it was drawn. Strauss and Corbin (1990, p. 23)
state that:
If theory is faithful to the everyday reality of the substantive area and carefully induced
fi-om diverse data, then it should fit that substantive area. Because it represents tliat reality,
it should also be comprehensible and make sense boüi to the persons who were studied and
to those practicing in that area.

The advantage of grounding the theory in the everyday reality of the patient's experience
of intensive care was that the theory would then closely reflect the reality, and therefore
greatly enhance the understanding of this substantive area. These insights could then be
translated, by nurses working in the ICU, into improved standards of patient care.

Setting
The former patients who participated in this study were all cared for in the same ICU.
This ICU is situated in a large metropolitan teaching hospital in Sydney, New South
Wales. It is a general ICU which means that it is equipped and resourced to care for any
critically ill person regardless of their particular condition. The hospital is categorised as
a trauma centre and consequently the ICU receives a wide variety of patients who are
the victims of trauma, such as motor vehicle accidents or industrial accidents. In addition
to these patients, the ICU accommodates patients with a wide variety of medical and
surgical conditions.

The ICU is situated on the second level of a multi-level hospital block that was built in
the early 1990s and is therefore based on contemporary architectural design principles. It
is an open plan unit with 15 bed areas distributed around a three sided desk area. Most
bed areas can be observed fi'om many vantage points within the unit enabling maximal
surveillance of patients. In addition to the bed areas in the open plan section there are
three single rooms designed to accommodate patients with infectious diseases or those
who may otherwise need isolating from the rest of the unit. The unit is designed to be
architecturally discrete from the rest of the hospital. Two sets of swing doors, which are
monitored by security cameras provide access. The unit has windows which are
positioned high up in the walls and patients cannot see out through them when lying in
bed. The bed areas are separated by a long shelf unit and can be enclosed by a curtain. In
effect patients do not have much personal privacy. Lighting can be sourced from several
different points and the intensity can be adjusted as required. Overall, the environment is
designed to enable maximal surveillance of and access to patients. Certain features have
been included to make the environment patient friendly, such as flexible lighting, but

essentially the environment has been designed with the needs of doctors and nurses
uppermost.

The setting for the interviews was either a single or four bedded room in one of the
wards of the hospital or the participant's home. The reason for using different settings is
explained in chapter 2.

Overview of the Contents
The content of this work is divided into five subsequent chapters. In chapter 2 the
methods used to conduct this study are outlined and described. This description covers
the grounded theory approach, the practical methods of data collection and a discussion
of the veracity of the research methods used. The chapter is concluded with a review of
the strengths and weaknesses of the study. Chapter 3 is devoted to the findings of the
research. In this chapter the grounded theory, which emerged fi-om the process of data
analysis, is described and explained in detail. In chapter 4 the relevant literature
pertaining to the experience of intensive care is reviewed. The literature review follows
the findings of the study because the bulk of the literature was reviewed after the theory
had been written as is the custom with the grounded theory approach (Strauss & Corbin
1990, p.50). In chapter 5, the theory that emerged fi-om this study is discussed in relation
to the literature written about intensive care and the implications of the theory to the
practice of nursing in the field of intensive care, is also explicated. In Chapter 6 the thesis
is summarised and the work is drawn to a conclusion.

CHAPTER 2

Methodology
Introduction
This study was designed as an exploratory study to investigate the experience of being a
patient in an intensive care unit (ICU). The aim of the study was to identify the
significant features of this experience. In the following chapter, the various
methodological techniques used to explore this phenomenon will be explained. As this
was a qualitative study, and the researcher was the main research tool (Kellehear 1993),
the following explanation will attempt to make explicit the path that the research took, to
enable the reader to follow the researcher's decision trail. The chapter is divided into the
following sections:
1.

Research Design;

2.

The Major Features of Grounded Theory;

3.

Ethical Considerations and Entry Issues;

4.

Data Collection;

5.

Sampling Procedures;

6.

Data Analysis;

7.

Truth, Reality and the Experience of ICU;

8.

Strengths and Limitations of the Study.

In the research design section the grounded theory approach is introduced and the
rationale for using this approach is explained. In the second section the major features of
grounded theory are explained. Ethical considerations and entry issues, including the
means by which entry to the field was gained, are outlined in section three. In section
four, in-depth interviewing and medical record reviewing, the two data collection
techniques used in this study, are described and discussed. Sampling procedures are
explained in section five. In section six, the process of data analysis is explained and
illustrated with examples from the study. In section seven, issues of validity and
reliability, the adequacy of the research process and the empirical grounding of the

research findings are discussed. In the final section the relative strengths and limitations
of the study are appraised.

Research Design
Grounded Theory (GT) was the main approach used to research the experience of being
a patient in ICU. Chenitz and Swanson (1986) define GT as
... a highly systematic research approach for the collection and analysis of qualitative data
for the purpose of generating explanatory theory that furthers the understanding of social
and psychological phenomena. Chenitz and Swanson (1986, p.3)
Although this is a reasonable working definition, I would extend it to encompass
physical phenomena. Grounded Theory was selected as the primary approach, in this
study, because it is a qualitative approach to research, which is systematic in nature.

Qualitative research is interpretive research (Creswell 1994). Proponents of
interpretivism share the goal of understanding the complex world of lived experience
fi-om the perspective of those who live it (Schwandt 1994). I chose a qualitative
approach to this study because I wanted to enhance understanding of the ICU experience
from the perspective of the ICU patient. Holloway & Wheeler (1996) summarise the
reasons for adopting a qualitative approach. She writes.
The approach develops understanding of human experiences which is important for health
professionals who focus on caring, communication and interaction. Through this approach,
nurse and midwife researchers gainrichknowledge and insight into human beings - be they
patients, colleagues or professionals. Researchers generate an in-depth account which
presents a lively picture of the participant's reality.
(Holloway & Wheeler 1996, p.2)
Through the use of a qualitative approach, I intended to generate an m-depth account of
the patient's experience of ICU which would enable ICU nurses to better understand the
patient's world. This enhanced understanding should, thereby, improve the standard of
care delivered to this patient group by nurses.

Grounded Theory was chosen as the primary approach because it is a systematic and
rigorous approach to research which, unlike many other qualitative methods, is

comprised of a set of procedures and techniques which are well described in the
literature (Strauss & Corbin 1990; Barclay, Donovan & Genovese 1996; Chenitz and
Swanson 1986). These properties enable the researcher to progress through the research
in an orderly manner without being constrained by narrow dogma. I was also attracted to
this method because it provided a methodological framework that facilitated the
development of theory. Theory, in this context means:

...identifying the relationship between and among concepts, and presenting a systematic
view of the phenomena being examined, in order to explain what is going on.
(Wiener and Wysmans 1990, p. 12)

Developing a theory that identified the relationships between concepts and which
presented a systematic view of the patient's experience of intensive care was particularly
appealing because I believed that such a theory would have a strong degree of
applicability to the clinical setting.

The other major planks of the research design, for this study, were the methodological
techniques used for collecting data. Data collection methods are not prescribed by the
GT approach, and in fact many different methods of data gathering are encouraged
(Holloway& Wheeler 1996, p. 101). I decided to use in-depth interviews as the primary
method of data collection and medical record reviews as the secondary method of data
collection.

The Major Features of Grounded Theory
Grounded Theory was devised by two sociologists, Barney Glaser and Anselm Strauss,
in the 1960's. GT is a methodology used for developing theory that is grounded in data
which are systematically collected and analysed (Strauss & Corbin 1994, p.273). GT is
comprised of two guiding principles, termed theoretical sampling and theoretical
sensitivity, and a set of coding procedures.

Theoretical sampling is the sampling method used in GT and is defined as a process
whereby the researcher simultaneously collects, codes and analyses the data (Glaser &

Strauss 1967, p.45). Theoretical sensitivity incorporates both an attitude that the
researcher approaches the process of research with and an intuitive sense that gradually
develops within the researcher. Theoretical sensitivity can be cultivated by reading
relevant literature, by working in the area under scrutiny or by reflecting on personal
experiences of the phenomenon in question. The coding procedures of GT can be divided
into three discrete phases. The first phase is referred to as open coding and is a process
of disassembling, examining, comparing, conceptualising and categorising the data
(Strauss and Corbin 1990, p.61). The second phase is termed axial coding and is the
phase in which the data are reassembled by linking together the various categories
formed in the first phase of coding. Selective coding is the term used to describe the final
phase and consists of selecting the core category and relating it to the other categories
which emerge through the coding process. By following these coding procedures an
explanatory theory of the substantive area of interest gradually emerges.

A more detailed description of Grounded Theory can be found in Appendix H.

Ethical Considerations and Entry Issues
The main ethical issues to consider for this study were to respect and uphold the rights
of the individuals participating in the study. Couchman and Dawson (cited in Holloway
& Wheeler, 1996) state that the rights of the individual are: not to be harmed; informed
consent; voluntary participation; confidentiality; anonymity; dignity; and self respect.
This study carried very little threat to the participants' well being. However, it was
acknowledged that there was the potential to cause some emotional distress in
questioning participants about their memories of the ICU. In fact two of the participants
became upset during the interviews. In both these situations, I stopped the interviews,
offered to terminate the interview, which each participant turned down, and only
continued once each participant was willing and able to continue. The second right of
informed consent was upheld through the provision of an information sheet, to each
prospective participant, at least a day before each interview. Prior to commencement of
the interviews, I read the consent form to each participant, thereby ensuring that they
were fully informed of what they were required to do, before asking them to sign.

Moreover, only patients who were willing to be involved after I explained the process to
them were conscripted into the study. All the participants were very willing to participate
in the study and were informed of their right to withdraw from the study at any time. The
rights of confidentiality and anonymity were upheld through the use of codes to refer to
each participant throughout the research report. A master list of participants' names with
their respective codes was kept in a secure locked place, away from the interview
transcripts throughout the study. The rights of dignity and self respect were upheld by
honouring all the previously mentioned rights and by treating each participant with
dignity and respect.

Prior to commencement of the study approval was sought from the University of
Wollongong's Human Research Ethics Committee, the study Hospital's Human
Research Ethics Committee and the study Hospital's Nursing Research Committee. A
copy of the letters of approval from the Ethics Committees are included in Appendix A.
The purpose of the latter committee was to screen proposals prior to submission to the
hospital ethics committee. Approval from the hospital ethics committee was contingent
on approval from the Director of the Division in which I was working and the Director
of Intensive Care. The Director of Intensive Care was conducting a similar study to mine
in the same time period and would only grant approval after I agreed to conduct some of
the interviews in hospital. As part of the Director's study, patients were being
interviewed about their quality of life after intensive care in their own homes and she
considered that patients who participated in both studies may drop out of one or both
studies if they had to be interviewed more than once in their own homes. The period of
data collection for both studies only overlapped by one or two months so she granted
approval subject to my guarrantee that I would conduct any interviews in this overlap
period in hospital. Gaining approval from all these committees and administrators took
several months but permission to commence the study was eventually gained.

Once institutional approval was gained, access to prospective participants and their
medical records progressed without any problems. Whenever I went to a ward to arrange
an interview, or perform an interview, I sought permission from the registered nurse in

charge of the shift and the nurse caring for the participant. By explaining my actions to
these potential gatekeepers I was able to prevent any further hindrances to the study.

Data Collection
Two different types of data were collected and used in this study. The primary technique
of data collection was in-depth interviewing. Secondary data were also collected by
reviewing each of the participant's medical records. In the following section the theory
of in-depth interviewing will be outlined, the reasons for using in-depth mterviewing will
then be explained and finally the process of medical record reviewing will be described.

In-depth interviewing
In-depth interviews are defined as repeated face to face encounters between researcher
and participants for the purpose of understanding participants' perspectives on their
lives, experiences, or situations as expressed in their own language (Minichiello, Aroni,
Timewell & Alexander 1990, p. 93). In depth interviews are also known as unstructured
interviews because the interviewer takes a conversational approach rather than relying on
a questionnaire to direct the interview. The aim of unstructured interviews is to elucidate
the participant's perceptions of a particular aspect of their experience without imposing
any of the researcher's views on them (Polit & Hungler 1995; Kellehear 1993). In an
unstructured interview the interviewer usually relies on an aide memoir to remind
him/herself of the areas which need to be discussed in the interview session/s (Holloway
& Wheeler 1996, p. 54).

The participants were interviewed in a hospital ward or in their own home rather than in
the ICU because I considered that they would be too ill to be interviewed whilst still in
the ICU. Moreover, I believed they would be more willing to recount their experiences
openly and honestly away from the ICU. The main concern with interviewing patients in
a hospital ward or in their own home was the time that had elapsed since their experience

and the effect of time on the accuracy of their recollections. However, BergbomEngberg, Hallenberg, Wickstrom & Haljamae (1988) surveyed 304 former ICU patients
about their recollections of respirator treatment and concluded that:

When the interview takes place early following the respirator treatment the patient may still
be under the influence of sedatives, in a poor medical condition, or mentally depressed and
tiierefore have a reduced ability to remember... From the present study in which the
mterviews took place after two months or more it may be concluded, however, that there
does not seem to be any impamnent in tlie ability to recall the treatment with time. Even
after up to four years the memories from the respirator treatment period seem as manifest
as after two months.

(Bergbom-Engberg et al 1988, p. 60)

Therefore I considered that interviewing patients about their experience in the ICU
several weeks to months after they had been discharged was justifiable.

Interviews were conducted in two different settings for largely practical reasons. Initially
I intended to conduct all interviews in the participants' homes because I thought they
would feel most comfortable and at ease on their own "turf'. Due to the constraints
placed upon the choice of interview settings by the Director of Intensive Care (as
explained on page 10) I was forced to conduct some of the interviews in hospital wards
as a matter of expediency. I was aware of the potential that different interview settings
may adversely affect the data because the participant may have felt less at ease in hospital
and therefore less willing to speak open and honestly about their experience. However
some of the longest and most revealing interviews were those conducted in hospital and
the only criticism of nursing staff made by a participant was made in a hospital based
interview.Therefore I do not believe that the different settings for the interviews had a
signficant bearing on the quality of the interviews.

Rationale for using In-depth interviewing
I chose to use in-depth interviewing as the primary method of data collection because I

wanted to elucidate patients perceptions of their ICU experience. Having worked in ICU
for several years I had a preconceived view of what a patient experiences in ICU. Having
read some of the literature published in this area, I knew that other researchers had
certain views on this phenomenon (Carr 1995; Simpson et al 1989; Wilson 1987) .
However, having talked informally with patients who had spent time in ICU, I embarked
on this study with the view that there was a gap between what professionals, such as
myself, and other nurses thought patients experienced, and what the patients actually
experienced. This gap I refer to has been termed the "assumption gap" whereby "Nurses
may believe that patients are concerned about one thing, when they are really concerned
about something else." (Gordon 1994, p.8)

In-depth interviewing was the most suitable method to allow patients to tell their story of
the ICU experience and thereby overcome the assumption gap. I considered using direct
participant observation to record participants' experiences however, I discarded this
option because, I thought by observing patients in ICU I would be recording what I
perceived their experience to be rather than what the patients perceived their experience
to be. Being an ICU nurse, the likelihood that I would be become overly involved in
nursing work, or that my credentials would bias my observations was too high.
Interviews offered a more accurate picture of the participants' experiences which were
the primary focus of the study.

I chose unstructured, in-depth, interviewing as the primary method over other, more
structured, interviewing techniques because this approach allows the participant to tell
their own story, in their own words. In regard to this property of in-depth interviewing
Minichiello et al (1990) says:

... rather thaii focussing on tlie researcher's perspective as the valid view, it is the
informant's account which is being souglit and is higlily valued. Finally, we try to retrieve
tlie informant's world by understanding their perspective in language that is natural to
them. This reduces the possible distorting effect of symbols and language which are not
part of their everyday usage. Hence, there is a significant move from the interrogative
approach used in a structured interview toward tliat of a more conversational approach.
(Minichiello et al 1990, p.93)

By taking this conversational approach I believed the participants would feel more
relaxed and therefore more willing to divulge their experiences to me.
The process of in-depth interviewing
Initial contact, with each participant, was made in person or by phone depending on
whether the interview was performed in hospital or in the participant's home. In this
initial conversation I explained the purpose of the study, why they had been chosen and
what they would be expected to do if they consented. This initial conversation usually
carried on for ten - fifteen minutes as most of the participants were very enthusiastic
about the prospect of being interviewed and each asked many questions. This response
was very pleasing as it enabled me to build some rapport with each participant prior to
interviewing. For those patients interviewed in hospital, I gave them an information sheet
at this initial meeting. Those participants interviewed in their homes received the
information sheet when I visited to perform the interview.
Once access was gained each interview commenced with some initial informal
conversation to set the tone of the interview. The audio tape recorder was explained and
the participants were then asked to read and sign a consent form. A copy of the consent
form is included in Appendix B. The audio tape recorder was then activated and the
interview commenced. The first question asked was, what Polit and Hungler (1995,
p.271) describe as, a "grand tour question". This was a broad question relating to the
participant's hospitalisation: "Can you tell me about what brought you to hospital?"
From this point on the interview direction was largely set by the participant with some
gentle proddingfi-omme, in the direction of their ICU experience.
I relied on an aide memou* to remind me of the areas which I needed to cover in the
interviews. A copy of the aide memoir is included in Appendix C. For some of the
interviews, especially the first two, I relied on this guide quite heavily. For subsequent
interviews, however, I only needed to refer to it once or twice to ensure that I was
covering the same general areas. Despite using an aide memoir, each interview was quite

different in the way it unfolded. There were also differences in the material covered by
each participant as each participant's experience was unique. The aide memoir enabled
me to allow each interview to unfold naturally and still cover the same general areas.

Each of the interviews were recorded on audio tape. Minichiello et al (1990) describes
the benefits of tape recording interviews in the following way:

Tape recording is one means of obtaining afiilland accurate record of the interview. It can
enhance greater rapport by allowing a more natural conversational style. The interviewer is
free to be an attentive and thoughtfiil listener. The raw data remams on the record.
Therefore, all the material is available for analysis when the researcher has the time to
concentrate fully.
(Minichiello et al 1990, p. 134)

I found tape recording allowed me to focus flilly on maintaining the flow of the
interview. It also made it easier to listen attentively without worrying about recording
important points in note form.

Disadvantages of tape recording have been identified by Polgar and Thomas (1995,
p. 142), and include: inhibited interaction; inability to record nonverbal data; and biasing
of the data because the informant may feel he or she has to be interesting. It is difficult to
accurately assess whether the interactions were inhibited or not because I did not know
the participants well enough to make this judgement. Some of the participants seemed to
be somewhat inhibited but I attributed this to both their individual personalities and the
fact that they were often recovering from a critical illness. The inability to record nonverbal data, on the audio tape, was compensated for by recording significant, non-verbal
gestures and actions in a field journal immediately after the interview. Potential bias
through the participant feeling the need to be more interesting was difficult to control.
By taking a relaxed conversational approach to the interviews and positioning the tape
recorder unobtrusively this was minimised. Nevertheless, I believe the significant benefits
of tape recording far outweighed these drawbacks.

The interviews were conducted either in the participant's home or in a hospital ward.

The reasons for the two diflferent venues has been explained in the section on in-depth
interviewing. The rationale for doing the interviews in the participants' homes was
twofold. Firstly, I thought they would be more relaxed in their own home and therefore
more willing to divulge their stories in detail. Secondly, I surmised that they would be
well along the road to recovery, if they were well enough to be discharged home, and
therefore more able to participate in a lengthy interview. Both these presumptions were
proved to be wrong. Some of the interviews conducted with participants in hospital
wards were amongst the longest and most revealing. Conversely, the participants
interviewed in their homes were not necessarily more relaxed than those interviewed in
their own homes. Therefore I do not believe that the choice of venue, for the interviews,
had a large bearing on the quality of data collected.

Immediately after each interview, I wrote an account of the interview in a field journal.
Minichiello et al (1990, p. 251) considers field notes to be a reflective account of what
was said, or not said, as well as observations made during an interview. This reflective
account can include speculation about themes; issues which arise in the field; reflections
on methodological, sampling and ethical issues; and ideas on report writing. In my field
notes I focussed on my impressions of the interview, the body language of the
participant, the physical characteristics of the venue, anything unusual or remarkable
about the interview and methodological considerations. This data proved invaluable later
during the advanced stages of data analysis. For example, sections of two interviews
were not captured on audio tape, which I discovered during or immediately after the
interview, and I was able to write fairly detailed accounts of what was missed by the
tape recorder.

To enable analysis of the data collected in the interviews the conversations captured on
audio tapes were transcribed onto paper. Transcription was performed by experienced
transcription typists. An example of the interview transcripts is included in Appendix D. I
was able to check the accuracy of the transcriptions by comparing them against the tape
recording. I received the transcriptions on paper and computer disk, which enabled me
to make the necessary corrections to the original paper copies.

Medical Record Review
In addition to the interviews, the medical records of each of the participants were
examined. The medical record is a written document in which all health professionals
(including nurses, doctors and allied health staff) record anything significant or relevant
to the patient's hospital stay. The primary purpose of examining the participants' medical
records was to cross check as well as expand the data about their experiences in the ICU
and thereby develop a more detailed databank about the topic in question. Interviews
provided data about patients perspectives of their experiences in ICU, whereas the
medical record provided diflferent perspectives of their condition, and the medical and
nursing management of this condition. By combining the data collected from these two
different sources, the resultant picture of the ICU experience became more complete.

There were many other benefits to examining each of the participants medical records.
Kellehear (1993, pp. 5-6) reports that the major advantage of this type of unobtrusive
research is that actual behaviour, rather than self reported behaviour, is assessed. In the
interviews, data concerning self reported experience was collected. The medical record
review unearthed assessments of each participant's experience. By comparing the two,
diflferent aspects of the self reported experience could be validated against accounts
written in the medical record. Other advantages of unobtrusive research, reported by
Kellehear (1993: 5-6) include: safety; non-disruptiveness; non-reactiveness; easy
accessibility; and inexpensiveness.

By examining each participant's medical records certain information, that was
inaccessible or difficult to access, became accessible. For example, most of the
participants did not know if they were sedated or what they were sedated with, but this
information was easy to access through the medical records. Other types of information
collected through the medical record review were such things as length of stay; principal
diagnosis; treatment initiated; and severity of illness. Indeed the medical record review
provided access to data that was essential to the development of the grounded theory.

Sampling Procedures
In accordance with the principles of GT, the method of sampling employed for this study
was theoretical sampling. Theoretical sampling has been defined earlier in this chapter
but it is worth reiterating that it is a method of sampling in which data are collected and
analysed simultaneously.

The first step in theoretical sampling is deciding where to start collecting the data. I
started this process by going to the ICUfi-omwhich my sample was to be drawn, and
looking through the discharge book to find which patients met the following criteria:
1. 18 years of age or older;
2. ability to provide valid consent;
3. discharge from ICU no longer than two months previously.
The rationale for the first two criteria were that I believed I would avert any potential
ethical concerns by only interviewing patients who could give consent for themselves to
participate. The rationale for criterion three was that I wanted to interview patients
whose ICU experience was reasonably recent in their memories. From the first review of
the ICU discharge book I came up with a list of ten patients who fell within the inclusion
criteria. I then went to visit each person on my list to ask them if they would be
interested in participating in the study. Three peoplefi-omthis original list often agreed
to participate.

After performing the initial three interviews I waited for the transcripts to be typed
before doing any more interviews. I wanted to do the open coding of the transcripts
before progressing with any more interviews. From this preliminary phase of coding I
identified two major subgroups of patients in ICU. The first subgroup were those whose
length of stay in ICU was four days or less, who were not usually intubated, or were
extubated very soon after admission, and who mostly required close monitoring after a
surgical intervention or for an acute illness. This subgroup I will term the short term
group. The second subgroup were those patients admitted to ICU with a critical illness
requiring intubation and ventilation, whose length of stay was four days or longer. This
subgroup will be termed the long term group. I decided I needed more data fi-om both

subgroups but that I wanted to focus on the second subgroup of long term patients. The
rationale for focussing on the long term patients was that they recalled more of their
experience because they stayed in ICU much longer than the short term patients.
However the majority of patients cared for in the ICU studied were short term patients,
so I decided that I should include a significant number of short term patients in this
study.

In the next set of interviews three participants were selected in the same manner as
previously outlined. Two were long term patients and the other a short term patient.
Two of the three participants in the first set of three were men, so two of the three
participants in this second set were women. A tentative hypothesis formed after the
initial data analysis was that gender may be a significant factor in explaining the
differences between people's experiences m ICU. Therefore, I attempted to interview as
many women as men. The other factor which influenced the selection of participants for
this second subgroup was ventilation. Two of the participants in the first subgroup had
been ventilated and this seemed to be a very significant part of their ICU experience.
This influenced my selection of the next subgroup to the extent that all the participants,
in this next subgroup, had experience of ventilation.

The concepts that emergedfi-omthe data, collected up until this stage, were not
necessarily pointing in any specific direction for selection of the next participants. Clarity
and quantity of recall had emerged as important factors for ensuring quality data. Certain
categories were emerging but it was difficult to rank these in order of importance. It was
also becoming more difficult to recruit people for the study and the type of patients I was
looking for seemed to becoming more scarce. The last subgroup were all women who
had very good recall of their experiences in ICU. Two were long term and one was
short term. After coding these interviews I decided I had collected sufficient data to
complete the study. Many of the concepts arisingfi-omthese last three interviews were
similar to the concepts that had already emerged, suggesting I had reached saturation for
many of the categories. Certainly, no new concepts emergedfi"omthis final group of
three interviews.

The total number of patients interviewed in this study was nine. Five patients fell into
the long term category of patients who were intubated. The other four were short term
patients with little or no experience of intubation. Participant nine however, fell into both
categories as she stayed for only four days, was not intubated and yet suffered from a
critical illness. Demographic profiles, of each of the participants, are included in
Appendix E.

Data Analysis
The process of data analysis prescribed by Strauss and Corbin (1990) formed the basis of
data analysis in this study. According to this process analysis is divided into three phases:
1. Open Coding; 2. Axial Coding, and; 3. Selective Coding. These three types of coding
have been explained earlier in this chapter and further explanation is unwarranted. In the
following section the process of data analysis, as it unfolded in this study will be
outlined.

Open Coding
Once I received the transcripts and made the necessary corrections the process of open
coding commenced. Coding at this level is a matter of conceptualising phenomena in
order to be able to categorise, compare, examine and eventually build theory from the
data. Conceptualising the phenomena means taking apart an observation, a sentence, a
paragraph and giving each discrete incident, idea, or event a name (Strauss & Corbin
1990, p.63).

Once I finished this initial phase of coding, for each interview, I drafted lists of the codes
generated to enable comparison between cases. I then wrote memos describing each
concept in terms of its properties or characteristics. An example of a coding memo is
included in Appendix F. Whereas memos allowed development of each concept, drafting
lists of concepts from each interview facilitated the genesis of categories. A category is a
more abstract concept that classifies a group of concepts generated through the micro
analysis of data (Strauss and Corbin 1990, p.61). Concepts within a category have
similar properties and characteristics. For example, the concepts clustered within the

category coping mechanisms are all psychological or social mechanisms used by the
participants, either consciously or subconsciously, to help them cope with the stress and
suffering they experienced in ICU.
Axial Coding
Axial coding was the next phase of coding in the analytical process. Axial coding is the
process by which data are reconstructed using a paradigm model involving causes,
conditions, context and consequences ( Strauss and Corbin 1990, p.97).
To facilitate this rebuilding process I utilised a coding matrix. A matrix is a data display
designed to assemble information into an immediately accessible, compact form to enable
the analyst to see what is happening and either draw justified conclusions or move on to
the next step of analysis the display suggests may be useful (Miles and Huberman 1994,
p. 11). An example of the matrix used is included in Appendix G. Essentially, the matrix
was a simple table with each component of the coding paradigm forming a column and
the phenomena (categories) each forming a row. Constructing a coding matrix certainly
facilitated the process of axial coding by displaying the data in a form that made
visualising a specific component of the coding paradigm, for a particular category, easy.
The major advantage of axial coding was that it forced me to integrate the disparate data
collected in the interviews and medical record reviews. The result of open coding were
lists of concepts and categories from each interview. Axial coding forced me to merge
these lists together and thereby link the multitude of concepts into a more orderly
framework. The coding paradigm, suggested by Strauss and Corbin (1990), provided a
framework that illuminated the dynamic nature of the concepts and also assisted the
identification of the relationships among and between categories. At the completion of
this phase of coding I was well on the way to assembling an integrated, tightly related
theory from a bunch of previously loosely related concepts and categories.
Selective Coding
The primary activity of selective coding was developing the storyline (Strauss and

Corbin 1990, p. 119). The central phenomenon resulting from this study was suffering.
Suffering was selected as the core category because it underpinned all the participants'
accounts of their experience of ICU. Patients in ICU suffer illness, symptoms of illness,
treatments for illness, prolonged periods of bedrest, pain and a multitude of other
physical, emotional and spiritual phenomena. The other categories all relate to suffering
in one way or another. These relationships were identified and explained in the process
of selective coding. Some categories were eliminated during this phase because, as the
theory unfolded, the relevance of these particular phenomena could not be explained.

Another primary technique that facilitated the phase of selective coding was drawing
diagrams. The main diagram that assisted the overall theory development is figure 1 in
chapter 3. This diagram, however, is the synthesis of many prior versions and smaller
diagrams of categories contained within the larger theory. The diagram of the theory
enables visualisation of the theoretical skeleton in a single snapshot. This was very useful
when writing up the theory because, by looking at a single page, I could continually
check that I was staying within my framework and ensure I was not leaving anything out.

The results of selective coding, and the crystallisation of all the analytical work outlined
in the preceding sections can be seen in chapter 3.

Truth, Reality and the Experience of Intensive Care
A major concern of any research study is the extent to which the study unveils the
reality, or truth, of the phenomenon being studied. This extent is usually assessed in
terms of the reliability and validity of the various activities that comprise the research
process (Bums & Grove 1993, p. 339). Holloway & Wheeler (1996, p.339) advise
against the use of the terms, validity and reliability, in assessing qualitative research.
Instead they suggest the use of trustworthiness, in place of validity. They consider that
the trustworthiness of the results of a research study can be assessed by applying the
criteria: credibility; transferability; dependability and confirmability. Brink (1991 cited in
Morse 1991, p. 163) considers the use of alternative terminology, when assessing the
extent to which thefindingsof a study reflect reality, counterproductive. She states that

error is the key notion in reliability and validity and that "The greater the degree of error
the less truthful the results." (Brink 1991 cited in Morse 1991, p. 166). Validity and
reliability, according to Brink, can be assured by minimising the various measurement
errors that can arise in a research study. According to Strauss and Corbin (1990, p.252)
the results of a GT study are evaluated by making judgements about: the validity,
reliability and credibility of the data; the adequacy of the research process; and the
empirical grounding of the research findings.

In the following sections I will explain how the findings of this research study reflect the
reality of the experience of being a patient in ICU. This explanation will be divided into
sections on: the validity and reliability of the data; the adequacy of the research process;
and an evaluation of the empirical grounding of the research findings.

Validity and Reliability of the Data
According to Kellehear (1993, p. 10): "Validity, or the issue of how valid a method is,
refers to how well a method measures what it claims to measure."
As already explained, the data for this study were primarily collected in interviews with
each participant. Applying the above definition, the validity of the data should be
assessed on the basis of how accurately the interviews recorded the participants'
experiences of ICU. Minichiello et al (1990, p. 210) considers that the in-depth
interviewer is constantly engaged in checking perception and understanding against the
possible sources of error to draw tentative conclusions about the focus of interviews.
This is achieved by probing, cross checking, and recursive interviewing.

Adopting a recursive approach to the interviews ensured that the participant's
perspectives, the main focus of the study were recorded, attesting to the validity of the
method. The recursive approach achieved this objective by enabling the participants to
recount their experience in their own words and in their own way. I allowed the
participants to talk about their experience of ICU with as little interferencefi-omme as
possible. I resorted to the interview guide only when each participant seemed to have

exhausted a particular avenue or seemed unsure about what to talk about next. Therefore
I believe the method of in-depth interviewing, through its recursive approach, was an
accurate means of measuring, or recording, the participants perspectives of their
experiences of ICU.

Using a recursive approach to the interviews, however, did not guarantee the plausibility
of what the participants said they experienced in ICU. I believe that I was able to check
plausibility during the interviews by probing certain points that aroused my suspicions
and by cross checking the interview data with the medical record summary. For example
when asked directly, participants kept telling me that they did not experience pain in ICU
I found this to be potentially incredible so I made sure that I probed this point to ensure
that each participant understood what I was asking. Cross checking each participant's
account with the details recorded in the medical record also provided an extra check on
the internal validity of the interview data. For example, participant 04 and his wife (his
wife was present during the interview) said, during the interview, that the nursing staff
did not appear to notice that he was experiencing delusions and hallucinations whilst in
ICU. By checking the nursing notes, written in his medical record, I learnt that the
nursing staff actually had noticed he was experiencing delusions and hallucinations.
Thereby I was able to clarify this point by checking the medical notes.

"For a technique of data collection to be reliable, we must show that the research can be
repeated or replicated." (Minichiello et al 1990, p. 211) The techniques of data
collection, used in this study, have been described in detail eariier in this chapter. This
would enable another researcher to repeat this study and therefore satisfies the main
requirement of reliability. The use of the same aide memoire, for each of the interviews,
strengthens the repeatability of the study. That is, another person could repeat the study
using the same data collection techniques, and cover the same areas using the aide
memoire that I used in this study.

Adequacy of the Research Process
The processes followed in conducting this research study have been described in detail in

earlier sections of this chapter. The principles of theoretical sampling as described by
Glaser and Strauss (1967) and Strauss and Corbin (1990) have been followed and
saturation assured. The process of analysis used in this study is consistent with the
processes described by Strauss and Corbin (1990). By rigorous data analysis concepts
have been generated and categorised. Categories have been developed using the coding
paradigm comprised of conditions, context, action/interactional strategies and
consequences. A core category emerged from the data and the other major categories
have been further developed, refined and related to the core category using a storyline.
Therefore I believe the research process followed in this study was adequate.

Empirical Grounding of the Research Findings
A GT that is empirically grounded is one which is well constructed and connected to
sound, valid, reliable data. Glaser and Strauss (1967, p. 237) assert that a well
constructed theory will possess the following four interrelated properties: l.the theory
must fit the substantive area in which it will be used; 2. It must be understandable to
people concerned with the area; 3. It must be sufficiently general to be applicable to a
range of situations within the substantive area, and; 4. It must provide the user partial
control over the structure and process of daily situations as they change through time.
The theory resulting from this research study possesses these four properties. In the
following section I will demonstrate how these properties are manifest in the findings of
this research study.

With regard to the first property, fitness, Strauss and Corbin (1990, p. 23) state that "If
theory is faithful to the everyday reality of the substantive area and carefully induced
from diverse data, then it should fit that substantive area." Therefore it would seem that
the two essential criteria to satisfy are faithfulness to everyday reality and careful
induction of the theory from diverse data. The theory that I have constructed is based on
interviews about people's experience in ICU. This experience is an everyday reality for
patients in ICU and I believe the main categories underpinning the theory are faithfiil to
this reality. Each concept within each category has been substantiated by excerpts from
the interview data attesting to the rigour of the inductive process. The data from which

the theory has been induced is diverse to the extent that an equal number of men and
women have been sampled, the participants have a wide age range, the length of stay is
varied and more than one data source was used. The diversity of data is limited by the
number of participants in the study however, for an exploratory study I believe the
number of participants was sufficient.

Understanding is the second property to be satisfied. Glaser and Strauss (1967, p. 239)
state that "A grounded substantive theory that corresponds closely to the realities of an
area will make sense and be understandable to the people working in the substantive
area." This theory was written principally for nurses and I have strived to use language
that is comprehensible to nurses. I believe that the theory corresponds closely to the
reality of ICU and that the concepts embodied in the theory are fundamental to the ICU
experience. Therefore the theory should be understandable to those people working in
the substantive area.

Generality is the third criteria to be satisfied. In regard to generality Glaser and Strauss
(1967) assert that:

Through the level of generality of his concepts he tries to make the theory flexible
enough to make a wide variety of changing situations understandable, and also flexible
enough to be readily reformulated, virtually on the spot, when it does not work in
application.
(Glaser and Strauss 1967, p. 242)

Generality is possibly the weakest property of this theory as a consequence of the small
number of participants. However a concerted effort was made to generate concepts and
categories that are generalisable to the widest number of patients in ICUs. For example,
fear and suffering, two of the major categories of the theory are fairiy universal
phenomena. The specificity is manifest in the types of fear and suffering described and
the conditions under which these phenomena arose in this study. However the concepts
themselves are general enough to be applicable to a wide number of patients.

Control is the fourth and final property to be discussed. In relation to control, Glaser and

Strauss (1967, p. 245) state:

The person who appUes the theory must be enabled to understand and analyse ongoing
situational realities, to produce and predict change in them, and to predict and control
consequences both for the object of change and for other parts of the total situation that
will be affected.
(Glaser and Strauss 1967, p. 245)
The theory produced by this study provides enhanced control to ICU nurses over their
patients experiences. For example in the event of a patient experiencing fear in ICU this
theory enables an ICU nurse to apply a number of caring interventions, such as
compassion, to diminish the patient's fear. The theory also enables ICU nurses to predict
change. Taking the previous example, the theory would enable the nurse to predict that
the patient's fear is likely to diminish over time as the patient adapts to the ICU
environment. The theory thereby satisfies the final criteria of control.

Strengths and Limitations of the Study
Every research study has both strengths and limitations and this study is no exception.
The strengths of this study were the nature of the data collected, the rigour of the data
analysis and the results of the data analysis. The limitations were the small number of
participants and the fact that these participants were all selected from the same site. In
the following section I will elaborate on each of these strengths and limitations.

The interviews and medical record reviews provided a wealth of rich, varied data. The
interviews generated one hundred and fifty eight pages of interview transcripts. When
combined with the notes generated from the medical record reviews, and field notes,
over two hundred pages of data were generated in this study. Not only was there a large
quantity of data generated but the data were very rich in nature which ensured that many
concepts and categories emerged during analysis.

The rigour of the data analysis is another strength of this study. The analytical process
started with a line by line analysis whereby concepts were generated from each line of the

interview transcripts. Approaching the coding in this manner was exceptionally tedious
but also very fhiitfiil in terms of the number of concepts generated. Moreover, this
process enabled me to become very intimate with the data to the point where I knew
every detail of each participant's experience. As the process of analysis progressed the
number of concepts diminished as they were rationalised and categorised. The outcome
of this process is the other major strength of this study. This outcome was a theory
explaining the major features of the patient's ICU experience which is grounded in raw
data. Being grounded means that each part of the theory can be easily traced back to real
experiences as described by the participants. Through the rigour of the analysis each part
of the theory is related to each other resulting in a rich theoretical tapestry with a high
degree of explanatory power.

The limitations of the study are the small number of participants and the lack of variety in
sampling locations. The fact that all these participants were patients in the same ICU
makes it difficult to view this as a representative sample. Ideally a grounded theory study
of this phenomenon would encompass a larger number of patients and a larger number of
ICUs in order to capture the depth and breadth of the ICU experience. Nevertheless, I
believe the grounded theory resulting from this study has explanatory power and a
degree of generalisability. The concepts and categories comprising the theory are
universal enough to explain many aspects of the ICU experience. Regardless of the
number of participants in the study, the important point to remember is that the results of
the study satisfied the aim of the study which was to identify the signijQcant features of
the experience of being a patient in ICU.

Conclusion
The methods explained and discussed in this chapter, were part of a qualitative study
designed to explore the experience of being a patient in ICU. Grounded theory was used
as the primary approach for this study because it is a systematic and rigorous approach
to research. In-depth interviewing was the main data collection technique used because I

believed interviews would paint a rich and accurate picture of patients perspectives of
their experiences in ICU. The data collected in the interviews were cross checked by
reviewing each patient's health record. Data analysis was governed by the processes and
procedures described by various proponents of Grounded Theory. The process was
exceptionally rigorous. Each interview transcript was coded on a line by line basis, in the
first phase of coding. Then these initial codes were rationalised, categorised and
reconfigured in terms of a coding paradigm in the axial coding phase. Finally a core
category emerged from the other categories and it's relationships to the other categories
was explained in the theory that developed from the process of analysis.

The extent to which this study unveils the reality of the experience of being a patient in
ICU has been discussed in terms of the validity and reliability of the data, the adequacy
of the research process and the empirical grounding of the research findings. In the final
section the strengths and weaknesses of the study were discussed. The major weakness
of the study was the small number of participants from which the data was collected.
Balanced against this weakness were the significant strengths of the study: the richness
of the data collected; the rigour of the analytical process; and the coherent, integrated
theory resulting from the study.

The aim of this study was to explore the experience of being a patient in ICU and to
identify the significant features of this experience. The methods used to achieve this aim
enabled me to explore the experience of the nine participants in minute detail. The result
of this intense exploration has produced a grounded theory with significant explanatory
power which should be very useful to nurses working in the field of Intensive Care.
Future studies may claim new territory, and reveal new vistas but this study will enable
future researchers to find that new territory and foresee those new vistas.

CHAPTER 3
A Grounded Theory of Patients' Experiences of Intensive Care
Overview
Although each of the participants of this study had different experiences whilst in the
Intensive Care Unit (ICU) some similarities exist between each individual's experience.
The phenomenon at the heart of each of these experiences, and therefore the
phenomenon forming the core category of this theory is suffering. The other categories
constituting this theory and intricately connected to the core category are: mtensive care;
coping strategies; adaptation; fear; perceptions; and legacy. Figure 1 shows the theory in
graphic form. In the following pages I will explain each of these categories and outline
the relationships connecting each category to the core category.
As stated, the main phenomenon at the centre of each participant's experience of being
cared for in the ICU was suffering. The different types of suffering, which comprise this
category are physical suffering, emotional suffering and spiritual suffering. These different
types of suffering are defined as subcategories of suffering. These subcategories have
been formed for the purpose of analysis and discussion however the distinctions between
each type is somewhat arbitrary and there is a large degree of conceptual overiap
between each. The type and degree of suffering experienced by each participant differed
according to their length of stay, severity of illness, the invasiveness of therapy, their
responsiveness to therapy, the effectiveness of their coping mechanisms and the extent of
their adaptation to the ICU environment. Those patients who had a short length of stay, a
relatively moderate illness and basic therapy suffered, in general, much less than those
who stayed longer, had a more critical illness and more complex, invasive therapy.

Fear is another category of experience described by this group and, by its nature, is very
closely linked to suffering. The degree of fear experienced by the participants was related
to the severity of illness plus the therapies initiated. Those patients who were intubated,
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ventilated and sedated, although they were the most critically ill did not necessarily
experience the most fear. The types of fear experienced ranged from a general uneasiness
about being in ICU to a full blown fear of dying. The nursing staff helped ease the fear
but in some cases the fear was unrelieved and had other consequences. Interestingly, two
of the sickest patients, who came closest to death, had no fear of dying.

Intensive care is another category of experience forming this theoiy. All the participants
talked about the high standard and intensity of care they received and they all thought
this had a very positive effect on their condition and on their overall experience. They all
considered that the intensive care they received reduced their degree of suffering whilst
in ICU. The most significant aspects of care recounted were the humanising acts that
nurses performed such as talking with them or attending to their personal hygiene needs.
The interactions that the participants had with the staff in ICU were not only significant
to them but added an important humanising element to a largely technological
experience. In most cases it reduced the level of suffering that each patient experienced.

Most of the participants described various coping strategies used by them in ICU and
this is the next category of experience to be explained by this theory. Despite the fact the
participants had very little control over the nature of their illness or the way their illness
was managed they used a range of coping strategies that suggests that most patients are
not just passive players in the complex interplay between illness and intensive care. They
used both internal and external coping strategies to help them withstand the many
stressors that assailed them whilst in the ICU. The internal coping strategies identified
include willpower, faith, confidence and acceptance. Support from family and friends
was the sole external coping strategy identified.

The process of adaptation, that some of the participants went through, resulted in a
diminution of their suffering and is another category forming this theory. In the initial
stages following admission to the ICU these participants could not comprehend what
was happening to them and were adrift in a state of uncertainty and fear. The longer they
stayed in ICU, the more they comprehended their physical condition, the nature of their

therapy and the routines of the ICU world. The more they comprehended the more they
adapted to the ICU world. The participants who stayed for less than 4 days did not go
through this process of adaptation because the severity of their illness was insufficient to
cause incomprehension.

The next category of experience identified by this theory covers the perceptions of the
ICU environment. The main perception of the ICU environment, recounted by this
group, was the busyness of the staff at all times of night and day. This perception is
characterised by perpetual action, constant noise and flickering lights. This was
considered to be an entertaining aspect of ICU and several participants said that it made
the time pass faster. The other common perception was the technological nature of ICU:
machines dominate. Two participants compared ICU to what they imagined the interior
of a spaceship to be like. Other perceptions of the ICU environment that were identified
include timelessness and disconnectedness. Two participants experienced perceptual
disturbances, in the form of hallucinations and delusions, during their ICU stay. For one
participant these hallucinations and delusions were the most horrifying experiences of his
life. For the other, the hallucinations were pleasant and she interpreted them as being a
good omen.

The final category of experience, to be outlined m this overview, is termed legacy. The
experience of ICU can have a strong and lasting effect on people's outlook and world
view. Those who came close to death whilst in the ICU underwent quite a profound
change in the way they viewed life and death thereafter. Coming close to death enhanced
their awareness of their own mortality. In other words it made them realise, at a much
deeper level than previously, that they would eventually die. This realisation resulted in a
reappraisal of their life and a desire to simplify their life in order to focus on the most
important things in life. For others the legacy of ICU was less profound but they did
carry away with them some lasting effects which include an increased tolerance for other
people and a greater empathy for people who sufferfi-ompsychotic illnesses.

In the preceding pages I have provided an overview of the theory that emerged from the

data collected in this study. In the following pages I will discuss each of these categories
in more detail focussing on the data that lead to the formation of each of the concepts
and the relationships between each particular category and the core category.

Suffering
The experience of ICU is comprised of three different kinds of suffering which include:
1. Physical Suffering;
2. Emotional Suffering;
3. Spiritual Suffering;

The specific types of suffering that constitute this sub category are: breathlessness; pain;
soreness; discomfort; debilitation; communication impairment; and incapacitation. They
have been termed physical suffering because they all involve the physical body.

All these forms of suffering were caused by a combination of illness and therapy.
Breathlessness was described as the worst physical symptom experienced whilst in ICU.
Breathlessness is typified in this following extract:

... I can recall coining to, perhaps a day or so later and not being all that worried other than
when they tried to shift me on my side, and I used to get tliis feeling of asphyxiation again
ah.... if they'd rolled me over in the bed to do sometliing I felt that I was again short of
breath.... I certainly can recall vividly getting apprehensive every time tliey used to shove
me on my side and particularly when they'd shove me on my left side for some reason or
another that I used to think I'm gunna die in this bed
(Participant 03, p. 5*)
In this instance participant 03's breathlessness was precipitated by being rolled onto his
side. Although it was the action of being rolled onto his side that precipitated the
breathlessness his underlying illness and respiratory failure were factors which
contributed to his breathlessness. In contrast, the breatlilessness that both participant 09
and participant 02 experienced was caused, exclusively, by their underiying illness. The
nursing staff usually tried to relieve the participants' breathlessness. In participant 03's
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case they rolled him back into a supine position, whereas in participant 09's case they
repositioned her sitting as upright as possible, but in most cases they could only provide
partial relief and in some cases their actions were futile.

Pain was another form of physical suffering experienced by this group. Interestingly none
of the participants admitted experiencing pain when questioned directly and they rarely
used the noun pain in the interviews. Instead they used synonyms such as ache or
tenderness. For example:
I never suffered any pain whatsoever
The only complaint that I can have about the
operations is that the tummy's been a little tender.
(Participant 05, p. 1)
I think the reason for not admitting to feeling any pain is because the majority of their
pain was well controlled with analgesia and when they had breakthrough pain it was not
strong enough to describe as pain. Furthermore, it is possible that lay people have a
different definition of pain to nurses and other health professionals. Nurses consider pain
to be any unpleasant physical sensation and would include sensations described as
achiness or soreness m this definition. The participants in this study often used terms
such as ache or tenderness to describe pain like sensations but they did not consider
these sensations to be manifestations of pain. All episodes of pain reported by this group
were caused by some kind of therapeutic act such as arterial puncturing to collect blood
or airway suctioning. In all but one instance the participants accepted the pain as being
an unavoidable part of ICU.

Soreness is closely related to pain and can be conceptualised as another manifestation of
pain. Soreness was reported as a form of physical suffering which was less intense than
pain but had a longer duration. Pain, as reported, was intense and acute but short-lived.
Soreness was reported as being chronic and milder than pain. The essence of this concept
is summed up in the following extract:
Oh well
my throat was sore, my ears were sore. Every time I swallowed you know....
but they tested my ears and there was nothing tliere. I suppose it was just the sorenessfiom
everything really. (Participant 02, p. 4)
This comment was made in reply to a question about participant 02's tracheostomy tube

which was the primary cause of her throat and ear soreness. Participant 02 had many
tubes inserted into her body (tracheostomy, nasogastric, intravenous and a urinary
catheter) so it is no surprise that she attributed the soreness to "everything really". The
other episodes of soreness reported by the other participants were all caused by pieces of
invasive equipment such as endotracheal tubes or IV cannulae. The generalised soreness
was only relieved when the offending cause was removed.

Discomfort is another type of physical suffering experienced by most of this group.
I was a bit uncomfortable all the time with all the, you know polynate^. You've got all
tliese leads and all this kind of thing and you're turning over and you've got all these leads
on and you've got all these leads everywhere, all over sort of thing and once they just took
everything away, you know, it was really good. (Participant 02, p. 9)
In this case the discomfort was caused by all the monitoring leads which restricted her
movement in bed. In most other cases the discomfort was caused by prolonged bed rest.
It would seem that discomfort is a form of physical suffering that is inherent in the
experience of intensive care. However the participants stated that the nursing staff were
quite adept at relieving the discomfort using a variety of tecliniques. For example:
... and whilst I did get... and still have a bad case of numb bum... um tlie nursing staff
were very solicitous and by massage and adjustment and rolling me over.... I didn't find
tliat all that much of a problem at all and the bed was capable of so many positions that
even though there was discomfort, it was minimal.
(Participant 04, p. 28)

Debilitation is a form of physical suffering experienced by a person with an acute or
critical illness. It is the physical feeling of sickness that accompanies most acute forms of
illness. It is a condition characterised by listlessness, weakness, discomfort and feelings
of severe illness. In this group it was caused by a combination of illness and therapy, with
illness being the major causative factor. The following extract illustrates what debilitation
is like.

Yeh, I remember I was really sick, I don't know whether it was, they gave me adrenaline in
the ambulance and I'd had all kinds of things and I remember I was throwing up and
nauseous for the first 12 hours and I just remember not having energy to hold my head up
This was a word used by participant 02.1 interpret it as a word used to describe all the plastic
tubes and leads that were attached to her body.

and just being so sick and just not being able to get comfortable because I couldn't move
myself and even when I was throwing up the nurse was holding my head up and one was
holding the bowl.
(Participant 09, p. 18)
The onset of participant 09's illness was sudden and her physical condition deteriorated
rapidly to a very critical point. She was given adrenaline in the ambulance in response to
a respiratory arrest. By the time she arrived in the ICU she was exhausted and the
exhaustion lead to the debilitation described in this extract. Most of the other participants
had similar experiences of debilitation to that described by 09. This type of suffering is a
particularly severe form of physical suffering and is exemplary of the total physical
suffering that often accompanies critical ilhiess.

A large proportion of patients in ICU have some kind of artificial airway in place for
some part of their ICU stay. This always results in an impairment of their ability to
communicate verbally. Communication impairment can be conceptualised as another
form of physical suffering because it is an inherently negative experience of a physical
nature.
But in almost all cases.... and at this stage I had a tracheostomy and I couldn't speak and
My hearing had been affected so I couldn't hear too well. I used to have to make signs or
write what did they, what are they going to do, what's going to happen. Now obviously I
didn't want any detailed explanations but the nurses were quite exceptionally good at
giving that explanation to me.
(Participant 03, p. 10)

Participant 03's predicament was quite typical of the group. He had a tracheostomy tube
in place, which prevented him from speaking, and his hearing had been impaired by
antibiotics. He said he compensated by using gestures to communicate and that the
nurses helped by explaining most things to him. But havmg his communication faculties
impaired must have increased the general level of suffering he experienced markedly.
Although I have categorised communication impairment into the category of physical
suffering it is an excellent example of the relative arbitrariness of this type of distinction
in relation to the phenomenon of suffering. Communication impairment is caused by
something physical, namely the presence of an artificial airway, but the consequences are
emotional and psychological in nature. In other words the suffering has a physical cause
but the consequences are more emotional than physical in nature.

Another form of physical impairment common to ICU patients is incapacitation. Some
patients in ICU are sedated for days and sometimes weeks. Others are heavily sedated
and paralysed with pharmacological agents to facilitate adequate ventilation. Once the
drugs are stopped it can take many days for the person's body to regain the strength
required to move independently. Once the sedatives have worn off enough for the person
to be conscious of him/herself and their surroundings they feel incapacitated. In the
following extract participant 07 describes what incapacitation feels like.
I was terrible. I was a new bom babe. Except for my eyes and my hearing of course was
alright and my brain was ticking over quite well. The rest of me as I say was completely
that weak I had to be fed. I had to have everything done for me.
(Participant 07, p.5)
During the period of incapacitation participant 07 was unable to move voluntarily but her
mental faculties remained intact. She could hear, see and sense things but she couldn't
feed herself and had to have everything done for her. Participant 07 described the most
extreme case of incapacitation. However, participants 02, 03 and 04 described profound
weakness, following prolonged periods of critical illness but they were not incapacitated
to the same extent as participant 07. Interestingly participant 07 wasn't frightened by
her incapacitation and she didn't feel powerless because she had faith in the ICU staff.
I:

And, being powerless, because when you're fairly weak you're fairly powerless.
07:

That wasn't an issue for you?
No, because I knew I was in good hands."

(Participant 07, p.5)

The concepts that fall within the subcategory physical suffering have been outlined and
examples from patients' experiences have been provided to illustrate each concept.
Physical suffering, however, is only one of three subcategories comprising the category
suffering. In the nest section I will define emotional suffering and expand upon the
concepts contained withm that subcategory.

The experience of illness in an ICU is a very harrowing experience for people in an
emotional sense. Days and days of bedrest coupled with the physical symptoms of illness
plus the torment of invasive monitoring and therapeutic interventions take an emotional
toll. This group experienced many different forms of emotional suffering ranging from
frustration to guilt and including aversion, irritation, distress and repulsion. In the

following paragraphs I will expand upon each of these concepts.

Frustration must be a feeling that many ICU patients experience when one considers
what they have to endure. For this group fhistration was caused primarily by the
restriction of bedrest but also by medical equipment not functioning optimally.
Frustration was experienced most commonly during the recovery phase of illness. The
participants in this group coped with their frustration by expressing the emotion to family
members or by accepting the situation as being a necessary part of their recovery. For
example:
AC :
04:
AC:
04:

And you would have been in bed most of tliat time? All of that time?
Yeah.
What was that like?
Ahh frustrating, but you realise that there's not much else you can do anyway
so after a bit you get a bitfrustratedand you sort of try in various intemal ways to
accelerate
your recovery, but um you've got to realise that that's where you
are and that's the stage of recovery you're at at that moment.
(Participant 04, p. 6)

Many procedures that have to be performed on patients in ICU, such as tracheobronchial
suctioning or urethral catheterisation are particulariy unpleasant. In some cases they can
cause irritation whereas in other cases they can precipitate a sense of aversion or
repulsion. In this group participant 02 felt averse to having her airway suctioned and
participant 07 felt repulsed by the presence of a long intravenous catheter in her arm. For
example:
And then I didn't like tlie tube tliey put in to... to suction you, you know... I hated that. I
really.... every time they said you don't like this and I said yeah but you haven't got to
have it. But then anyway after a while I even got used to that you know.
(Participant 02, p. 4)
This extract demonstrates the sense of aversion she felt towards suctioning but also how
she adapted, over time, to this procedure and became quite accustomed to it. Whereas
participant 09 did not have sufficient time to adapt to the intravenous catheter in her arm
and her sense of repulsion at this was still quite strong when she described it to me in the
interview.

The emotional reactions already described are reactions which could be expected

considering the adversity that ICU patients have to endure. Guilt however was an
unexpected emotion which two of the participants described. In participant OS's case he
felt guilty about having one nurse caring for him whilst in ICU:
Well I didn't, I was ... you know... I'd have thought that the ratio one to two, one to three
or something might well have been adequate but here I had this wonderful nurse doing all
these wonderful things for me and I felt in some stages a little bit guilty... almost wasteful
of resources.(Participant 03, p. 11)
Participant 04's guilt was quite different, in terms of causation, to participant 03's.
Participant 04 felt guilty because he realised that the nurses were trying then* hardest to
provide him with optimal care and due to his psychotic behaviour he was making thenjob all the more difficult.
But um.... one of the other things that's disturbing about it too is that if the part of you
that's lucid is really getting stuck into you for making life so hard for the nurses who've
been so good to you
(Participant 04, p. 20)
Although the cause of these two participants' guilt was quite different, it was similar in
the sense that it in both cases it was related to a belief that they were overly imposing on
the nursing staff.
Critical illness can result in quite severe emotional distress especially when the onset is
sudden and the effects are particularly debilitating. For example:
I remember being really upset. I cried a lot the first night. But I... wanted to cry... but I
didn't have the energy or the.. I guess I sobbed a bit but nothing came out because I was
just so wom out and tired but yeh, just being fed up and wanting to go back.
(Participant 09, p. 12)
Participant 09 had a sudden severe asthma attack whilst attending a first aid course and
within several hours she was fighting for her life in ICU. This situation caused her severe
emotional distress. In contrast, participant 08 became distressed about being in ICU
because she didn't consider herself to be 'sick' enough to warrant intensive care. Many
other people follow a similar kind of trajectory, to participant 09, into ICU and must,
therefore, have a similar emotional reaction.
The experience of ICU and critical illness can become so overwhelming that patients can
lose all hope of recovery. In the extreme, feelings of iUness can be so adverse and
patients' resilience so weakened that they wish to die rather than continue living in a

critically ill state in ICU. This response I have termed spiritual suffering and the major
characteristic is hopelessness. The following extract, from participant 02, illustrates this
concept.
Well I just didn't want to be here anymore you know, I was so sick and I know I realised
after but it was just that I was so sick that I just didn't think I was ever gunna get over it
anyway. (Participant 02, p. 3)
In this case participant 02 was suffering from atypical pneumonia which was causing
profound respiratory failure. Her condition was critical for many days. She felt so sick
that she wanted to die rather than continue living with this illness and she had lost all
hope, in her mind, of recovery. This form of suffering would have to be one of the worst
that this group experienced considering it involved a loss of the will to live.
The only other experience that rivalled this degree of suffering, in terms of severity, was
the living hell of ICU psychosis. Only one of the nine participants of this study
experienced ICU psychosis but his descriptions of this experience suggest that it would
have to be one of the worst experiences that a patient could face in ICU. The following
extract conveys some of the horror that 04 experienced in ICU:
Yeah I'm not sure, I've had very similar sort of, not quite hallucinatory experiences both
times in that when I close my eyes I could see, I suppose the best way of describing it is, a
mountain of death. Err a big sort of large, red clay rock sort of with all different fissures
and valleys on it and pretty terrible things happening to people, you know, you sort of feel
like you're seeing people under and so on. And normally when you close your eyes you
have an after image of the room you were looking at and so on and you and err... maybe
gradually some after image will come in and replace that, but this was happening as soon
as I closed my eyes. I'd just go straight totiiisplace...
(Participant 04, p. 10)
In addition to this type of hallucinatory experience, participant 04 had true visual and
auditory hallucinations as well as paranoid delusions. The paranoid delusions consisted
of believing that different staff members, visitors or other patients were conspiring to kill
him. The ICU psychosis distressed participant 04 so much that he cried when recounting
these experiences to me. The delusions and hallucinations were interspersed with periods
of lucidity and at times he knew that something he could see was a hallucination but
could do nothing to get rid of it. Not surprisingly the ICU psychosis resulted in anxiety

and fear for participant 04 and he described it as " the most horrific experience of his
life." (Participant 04, p. 12)
The phenomenon of ICU psychosis is exemplary of the point that although suffering can
be divided into the subcategories of physical, emotional and spiritual suffering, for the
purpose of analysis and discussion, in reality this distinction does not exist. In reality
suffering cannot be categorised into a particular dimension of experience because it
occurs simultaneously in all experiential dimensions. The suffering related to ICU
psychosis is simultaneously physical, psychological and emotional. The physical aspects
are manifest in the hallucinations that participant 04 experienced and the psycho
emotional aspects are the delusions that were symptomatic of the ICU psychosis plus the
fear and distress that were the consequences of the ICU psychosis. This duality is
inherent in all the other forms of suffering that people experience as patients in ICU.

Fear

Fear is another category of experience described by the participants of this study. Fear is
an inherent feature of patients' experience of ICU. Fear is closely related to suffering in
that it shares many of the same characteristics as suffering. The intensity of fear,
described by the participants, ranged from a general uneasiness to a profound fear of
dying.
In the following paragraphs I will describe the different intensity levels of fear
experienced by this group and explain the factors contributing to the experience of fear in
ICU.

The least intense fear described by the participants of this study was uneasiness.
Participant 01 described a general uneasiness associated with being admitted to ICU
which is demonstrated in the following extract:
Int And how did you feel when you were first admitted to Intensive Care?
Part Ahhhh... a little bit scary.
Int What was the main reason for feeling scared do you think?
Part I don't know. I just, just felt a little bit uneasy you know.
(Participant 01, p. 3)
Participant 01 was admitted to ICU for post operative observation, stayed in ICU for

less than 24 hours, and was conscious for the duration of his stay. The uneasiness he felt
was caused by his expectation of what being in ICU meant and the fact that he had just
had neurosurgery. His uneasmess passed quickly once he woke fully from the general
anaesthetic and he realised there was no significant danger implicit in his situation. Two
other participants had similar lengths of stay and severity of illness and they reported no
fear.

At the other end of the fear scale was the fear of dying. This fear is well described in the
following extract from participant 09's interview:
I guess I just knew how difficult it was to breathe and I just wanted to stop and I think I
was afraid to go to sleep actually because I was afraid that I would actually stop breathing
while I was asleep and then I would die.
(Participant 09, p.3)

Participant 09 experienced the most intense fear because her physical condition was the
most precarious of the group. She was admitted to the unit with acute severe asthma and
had great difficulty breathing for a period of one to two days. For this period she was
constantly on the edge of respiratory arrest, which she realised, and this caused her
profound fear of dying.

The other participants, who were critically ill, experienced fear that was much less
mtense than 09's fear. For example, participant 03 was exceptionally ill, with respiratory
failure secondary to cryoglobulinaemia which necessitated intubation and ventilation and
resulted in several episodes of spontaneous pulmonary haemorrhages, yet he only
experienced occasional bouts of apprehension.
Ah in fact when they first started taking me off them, I was a bit apprehensive as to
whether if I did something stupid during the night who would come and shake me and
wake me.
(Participant 03, p. 12)
All the other critically ill participants, who were intubated, ventilated and heavily sedated
experienced fear of similar intensity. It is possible that havmg ventilatory support
prevents intense fear in some people because they realise that they cannot stop breathing
whilst ventilated. Also it seems that sedation may blunt strong fear triggered by other
factors, such as monitor alarms.

Other sources of fear reported by this group were delusions and hallucinations, the
unknown aspect of ICU, a perception of physical vulnerability and a perception of
incompetence in the nursing staff. For example, participant 02 experienced some fear as
a result of one of the nurses not knowing how to operate a therapeutic device. For
example:
Urn.... well I thought do they know what they're doing. You know? It's a little bit
frightening to know like they'd say how do you do it and one girl apparently, I don't know
which lass it was, she didn't have apparently something to do with the ventolin has to have
moisture in it or something and she hadn't put the moisture in it and I knew myself I could
tell by the.... it was dry and I tried to explain it to her, but she wouldn't take any notice of
me because, I mean, I was only a patient, like she was the nurse. Anyway apparently one of
the,fromwhat I can remember, one of the elder sisters she happened to see something, she
came over and she rectified it, you know. But that was the only time I saw anything like
that happen, but it was a bit unpleasant them sort of not knowing what the equipment was
all about, you know.
(Participant 02, p. 8)

Coping Strategies

The category termed Coping Strategies encapsulates the different kinds of strategies
employed by the participants of this study to assist them in coping with the suffering they
experienced in ICU. The different concepts forming this category are: willpower; faith;
confidence; acceptance; dreams; and social support. All these strategies, excluding social
support, rely upon resources situated within each participant and are therefore
conceptualised as internal coping strategies. Social support is a coping strategy that
relies upon others and is therefore an external coping strategy. In the following pages
each of these strategies will be explained.
Willpower is the power that people exercise through the application of their will. For
patients in ICU it is often the only power left to them. Willpower was exercised in
different ways and for different reasons by this group. In several cases it was used in a
very conscious, purposeful manner in an attempt to accelerate recovery. For example:
I was going widiin myself to will myself I didn't want to read or anything like that or go
anywhere or anything like that. I just wanted to concentrate to be able to do that. Unless I
was to do something for myself it just wouldn't work.
(Participant 07, p. 8)

Similarly participant 04 exercised his willpower in a comparable manner to achieve a
similar end. The other participants who exercised their willpower to this end believed
that it had a beneficial effect on the course of their illness.
Participant 02 used her willpower in a similar manner but for an entirely different
purpose:
I fouglit tliem over that see. That's the thing. And they brought my son from England, my
daughter was here and they discussed it all with the doctors. They weren't quite sure
whether I should have it done or not, you know. I fought them over it anyway.
(Participant 02, p.2)

In this instance, participant 02 described her reaction to the doctor's suggestion that they
perform a tracheostomy. Initially she refused to consent to the procedure. Her feelings of
illness were so bad that she preferred the prospect of death to any further suffering. She
was determined not to have the tracheostomy for this reason and she exercised her
willpower to stop the doctors from performing the procedure until she was ready to give
her consent. Maintaining control over her destiny was so important to participant 02 that
she was willing to refuse a potentially life saving intervention rather than sacrifice her
control.

A less conscious and purposeful strategy that helped some of the participants to cope
with their situation was faith. For example:
Int:

Were you scared during your stay in Intensive Care? Did you think you wouldn't make
it?
Part: Not when I came to and knew where I was. I knew that I would make it somehow. I just
had that feeling.
Int:
What do you think helped you with that feeling?
Part: I think it was the nursing staff plus the support of my family and the doctors all
combined together. That helped pull me througli.
(Participant 05, p. 13)

Participant OS's faith in the nursing and medical staff and her family created an intuitive
belief that she would recover. This allayed any fear that may have otherwise arisen.
Other participants developed faith in the medical and nursing staff which gave them
confidence that they would be adequately cared for no matter what happened. Participant
03, in particular, had great confidence in the ICU staff.
Oh yes. Yes. I had great confidence. I never had any lack of confidence in the team in
Intensive Care. Never at any section did I think these buggers don't know what they're

actually doing down here ah
I felt they were continually trying to ascertain the nature of
the problem and a possible solution.
(Participant 03, p. 8)
Confidence in the capability of the ICU staff engendered a sense of security in participant
03 that relied solely on this confidence. Without this confidence, it is highly likely, that
participant 03 would have experienced much more fear and anxiety than he actually did.

The final internal coping strategy identified by this group was acceptance. As already
discussed, patients m ICU experience a significant amount of physical suffering which is
quite ofl;en caused by procedures that nursing and medical staff are required to perform.
The main strategy used to cope with this type of suffering was acceptance. The following
extract illustrates this concept:
Part:

One doctor came and he checked my eyes and then they did a ah

oh what

Int:
Part:
Int:
Part:

do you call it? They injected a needle into my spine and they withdrew a lot of
gunk that runs which didn't really bother me because I knew it was for my good
and ah
I thought
that that was very good.
And that didn't hurt at all?
Oh ah
a little
but not enough to complain about
You seem to be a very accepting person.
Yes some people can accept pain better than others. I tliink it was because I've
been through so much. I just sort of accept it and took it for granted that well if
this has got to be done, it's for my good.
(Participant 05, p. 10)

The procedure that participant 05 was referring to in this extract was a pleural tap. She
had developed a pleural effusion and one of the doctors drained the effusion by inserting
a needle through the rib cage and into the pleural space. The procedure would have
caused significant pain.
Participant 05 dealt with the pain of this procedure by accepting that it was necessary for
her continued recovery. Participants 03 and 09 also suffered some pain as a result of
therapeutic devices being accidentally dislodged. They coped with this pain by accepting
that accidents inevitably happen. Acceptance, in this context, is an active process. The
patient makes a choice whether to accept what is happening or not and the choice
involves an act of will. When a patient is unable to exercise this coping strategy fear and
increased suffering result. Two of the participants talked about having to be heavily

sedated prior to certain procedures due to fear and a subsequent inability to accept what
was about to happen. For example:
... in fact at the time, they wanted to do the tracheotomy and I again don't remember this.
My wife told me this. They had to actually put me out to relax me sufficient because I was
getting much more apprehensive...
(Participant 03, p. 5)
The external coping strategy that helped the participants of this study to cope with the
suffering of ICU was the support they received from family and friends.
But I think myfriendshelped a lot. I actually had a deaffriendcome and visit me and it
Was quite difficult because I had IV's in both arms and I couldn't sign to him
And he couldn't read my lips because I had the nebuhser on continuously. But just to have
him there was good.
(Participant 09, p. 9)
Although participant 09 could not communicate very effectively with her fiiend, she still
thought his presence was helpful and supportive on an emotional level. It is conceivable
that nursing stajff could be a substitute for family and friends in this context but
participant 04 refutes this.
hit: And you said it was important to have people around you that were familiar.
Part: Yes, definitely, yeah.
hit: Are nurses a very good substitute for that?
Part: I don't think so.
(Participant 04, p. 6)
So the emotional support offered by family and fnends can only be provided by
significant people in the patient's life and nursing staff are cannot provide equivalent
emotional support.

Adaptation

Many of the participants described a process of adaptation that they went through during
their ICU stay. This process differs for each person according to their severity of illness,
state of consciousness, amount of sedation received and their length of stay in ICU.
Those who stayed for only one or two days did not have enough time to adapt to the
pomt of comprehending all that happened. Those whose ilhiess was critical in severity,
who received continuous infusions of sedation and analgesia and had periods of impaired
consciousness went through a much more distinct process and gained more from it. The
process involved a movement from a state of incomprehension to one of comprehension.

During the phase of incomprehension very little of what happened around them or to
them was comprehended. Through the process of adaptation they moved into a phase of
comprehension in which their condition, therapy and the rhythms of ICU were more fiilly
comprehended and understood. The consequence of this process was that fear and
suffering were diminished.

Participant 02 was critically ill, received IV sedation for many days and could remember
floating in a world which she could not comprehend.
But I was so ill myself that I don't really
for a little while.

I didn't really comprehend very much at all
(Participant 02, p. 3)

For 02 the incomprehension was fairly generalised. For participant 03, in contrast, the
incomprehension was quite specific.
I can't recall the early days when my wife tells me
I had no
as I said earlier
at
no stage did I think I was under any threat but she was told that I was
may well have
died. Now ah.... I didn't know that.... oh several days later... now that caused me some
distress on her behalf and it certainly ah interested me as to why my brothers tumed up for
example. Ah I can.... understand why my children tumed up but my brothers turning up
it didn't occur to me that I had at that stage been thought to be seriously ill.
(Participant 03, p. 14)
03 did not comprehend the gravity of his illness and subsequent physical condition. He
knew that his relatives were in attendance but he had no idea that they were there
because he was gravely ill. Interestingly participant 03's incomprehension resulted in a
lack of fear because he had no idea that he was close to death and therefore had no fear
of dying.

Eventually each of the participants adapted to ICU to the point that they began to
comprehend what was happening around them and to them. The more they
comprehended their surroundings the more they adapted to the ICU world.
When you realise what it is that's happening and you know what's happening you get
oriented.(Participant 04, p. 2)
The major result of this process of adaptation was a diminution in fear. As the
participants became accustomed to the ICU worid and began to comprehend what was
happening then* fear levels decreased and they felt more relaxed.

Intensive Care
A particularly prominent feature of the ICU experience, as recounted by this group, was
the care they received. I have named this category Intensive Care. To describe it as
intensive care however is limiting because intensiveness was only one of the properties
described. The other properties described were attentiveness, compassion,
professionalism, excellence and humanity. When talking about the care they received
several different groups of caregivers were mentioned including nurses, doctors, nurses
assistants and physiotherapists. The main consequence of Intensive Care was a
diminution of suffering. Specific consequences include comfort and painlessness.

A subcategory of experience, closely related to Intensive Care, is interactions. The
participants described interactions with various staff persons in ICU. Most of these
interactions had therapeutic effects on the respective participants. One interaction was
negative in nature and increased the participants suffering. On the whole however the
interactions described caused a diminution of the participant's suffering. Following is an
explanation of the category Intensive Care. This explanation will focus on the various
properties of Intensive Care, the consequences of Intensive Care and the interactions
participants had with staff persons in ICU.

The primary caregivers in ICU are nurses. They are assisted by orderlies in performing
manual handling tasks, but essentially they coordinate the majority of the care provided.
The most common property of the care received by the participants was attentiveness.
The nurses, particulariy, were said to be very attentive to any of the participants' needs
and were often so attentive that they anticipated needs before they arose. Attentiveness is
depicted in the following quote:
... the nursing staff of the night were one would use a cliche
hovering angels
like in
.... I hesitated to move sometimes because as soon as you moved they'd be over you saying,
well you know: Are you alright? Do you want something?
(Participant 03, p. 17)
The other participants described the attentiveness of the nursing staff in similar ways. In
particular, participant 09 said:
... they were just always there, whether it was to wipe away a tear or just to hold my hand.
(Participant 09, p. 8)

The result of attentiveness was a greater sense of security and faith in the nursing staff
which, in turn, lead to a lessening of fear.
Another property of Intensive Care identified in this study was professionalism. The
nursing staff delivered their care in a professional manner and this had the effect of
reducing their suffering. For example:
Int: Thinking about the fact that when you're in ICU you don't usually have any
clothes on... you're just covered by a sheet. Was that a real problem?
Part: I can recall thinking it would be a problem and within a very short period of less
than a day realising that it wasn't a problem that in fact the nursing staff who
seemed to be like in nearly all cases young girls although there were a
couple of male nurses ah treated it so professionally and casually that it ceased
to be a problem to me. I'm an old man and nobody's ever washed my genitals
since I was a baby... and I thought these things would be a problem but I had no
inhibitions .... they had no inhibitions and certainly no reluctance to do whatever
was necessary for my comfort and wellbeing. (Participant 03, p. 19)
In participant 03's case the professionalism displayed by the nursing staff, in the course of
delivering care, eliminated the embarrassment he expected to feel in the above
circumstances. In other cases professionalism induced a sense of confidence in the staff
which helped reduce the fear related to different procedures.
Another property of the care that all the participants were unanimous about was the
high standard of care provided by all staff persons in ICU. Common adjectives use to
describe the care were excellent, faultless and exceptional. The following extract is
representative of the participants views.
I can honestly say.... I've spoken to my husband, myfiiends,about the same thing. I had
.... I couldn't fault them, I really couldn't. As far as everything it was just faultless, they
were all did their best.
(Participant 07, p. 6)
Not only were the caregivers attentive, professional and faultless but they also conducted
their work v^th compassion. Caring should be a holistic activity inasmuch as all aspects
of the person being cared for should be taken into account. In ICU there is a strong
emphasis placed on the physical body with the potential to neglect psychological and
emotional aspects. The physical demands of people who are seriously ill can dominate
and it is often difficult to extend care beyond these physical demands. Psychological and

emotional needs are also subtler than physical needs and it is often much more difficult to
cater to these needs. Exercising compassion by being open and receptive to a patient's
emotional state is one of the most effective means of caring holistically for all the
patient's needs. The participants considered that the nurses, in fact all staff in ICU,
provided care with compassion and in many instances offered compassion as the primary
means of caring. For example:

If I was upset, one of the nurses would come and hold my hand or just be there. And I
remember crying and just being so hot and just felt terrible and my heart was going too fast
and they were just always there. Whether it was just to wipe away my tears or just to hold
my hand.
(Participant 09, p. 8)

Nothing is achieved physically through the act of compassion but the act is nevertheless
significant to the recipient. Compassion is one of the most positive aspects of Intensive
Care. In the midst of profound suffering the ICU staff exercised compassion and thereby
provided substantial emotional support to the participants of this study. This added a
very human element to what is seen to be a predominantly scientific, technological world.

Through the process of providing care, the staff in ICU humanised the experience of ICU
for the participants. The world of ICU is dominated by medical science and medical
technology. Patients are connected to a multitude of machines and much of the therapy is
delivered through a variety of invasive devices and procedures. The care delivered,
predominantly by nurses, adds a touch of humanity to this overly technical world. Types
of care that possessed this component of humanity were those ordinary, mundane
hygiene acts that most people usually perform unconsciously every day of thek life. In
ICU, where peoples' physical capabilities are severely limited, these acts take on a
special significance. For example:

Possibly the ones that did something extra, you know, like washed my hair or something
like that. Because you know your hair gets really wirly and matted and it feels really
dreadfiil and to get it washed is a real delight. You know almost a sensuous experience in
terms of the experiences you're having at the time.
(Participant 04, p. 5)

Humanismg the experience of ICU had real benefits for the participants. These benefits
exceeded the physical comfort induced by the specific humanising acts. In participant

04's case having his hair washed made him feel more comfortable but it also made him
aware that other people in ICU were concerned for his welfare. This act gave the
impersonal world of ICU a personal face.

The other consequences of Intensive Care reported in this study were painlessness and
comfort. Astoundingly, all the participants denied feeling any pain when asked directly.
Some reported painfiil sensations using different synonyms elsewhere in the interviews
but when asked directly they denied feeling any pain. Hence their painlessness was really
a perceived painlessness rather than an authentic physical condition. Nevertheless this
suggests they did not recall significant pain from their ICU experience and I attribute this
to the Intensive Care they received. Many of the participants reported feeling discomfort
during their ICU stay but most of them also reported a relieving of this discomfort. The
discomfort was usually relieved by actions performed by the nursing staff.

The following extract is typical of the participants' responses to questions about pain:

Int:
Part:
Int:
Part:

You've mentioned that you don't have recollections of much pain.
No pain at all ever.
No pain at all ever you said.
I can't recall any pain.
(Participant 03, p. 13)

Considering participant 03's condition and management it is safe to assume that he would
have felt some pain whilst in ICU. The most likely explanation for his perceived
painlessness is that he was given sufficient analgesia and sedation to eliminate any painful
sensations he may have otherwise felt. This degree of successful pain relief is a direct
consequence of Intensive Care.

As already stated, the other major consequence of Intensive Care was comfort. Different
measures initiated by nursing staff induced comfort. In some cases comfort was induced
through repositioning. For example:

Int:
Part:

And what about discomfort. Laying about in bed all day every day. Was that
uncomfortable?
No because they made sure I was turned slightly, even when I couldn't actually
move myself. So diere was no great discomfort. (Participant 07, p. 7)

In participant 07's case the nursing stafiF prevented any discomfort, caused by immobility,
by regularly changing her position. By caring for her in this manner the nursing staff
enhanced her experience of ICU. In other cases comfort was induced through simple
hygiene acts such as toothbrushing. For example:
Yes yeah absolutely, you know brushing the teeth and stuff like that because you're
unconscious that you know your mouth feels really sliithouse after the respirator. So tliose
sorts of things, personal contact yeah.
(Participant 04, p. 5)
In this extract participant 04 recounts having his teeth brushed. The primary purpose of
this act v^as to maintain oral hygiene yet the result was that it made him feel much more
comfortable in a holistic way.

The interactions that the participants had with staff members of ICU is closely related to
Intensive Care and therefore I have included it as a subcategory of Intensive Care. Most
of the interactions were viewed positively by the participants and I have termed these
Therapeutic Interactions. These interactions include complements, open inclusive
communication, and interpretations. One participant recounted an unpleasant interaction
she had with a male nurse and I have termed this Negative Interaction. The following
explanation focuses on these mteractions and will include extracts from interview
transcripts to illustrate each concept.

The most positive type of interaction described were the compliments received by the
participants from the staff in ICU. For example:
And she walked past and of course she always smiled and said hello and she went 'that's
how you look' she said 'when you're not sick' you know. So of course that was a bit of a
turning point too. So even that little bit helped, you know.
(Participant 02, p. 7)
In this extract, participant 02 recounted a compliment she had received from one of the
doctors. She considered this very important as she described it as a "turning point" in her
recovery. This sort of compliment is usually a spontaneous observation but it is also a
manifestation of the concern and compassion that the staff feel for the patients. It
demonstrates that the staff genuinely care for the people who are patients in ICU.

Another type of Therapeutic Interaction that the participants had with ICU staff was
open, inclusive communication. The doctors spoke openly to the participants about their
condition and management. For example:
One good thing, they spoke in jfront of me. So they didn't go rushing off into a comer like
they used to do years ago, you know, and whisper away like mad and you were left thinking
they tliought you were going to drop dead or something.
(Participant 07, p. 6)
This type of communication resulted in participant 07 being better informed about her
situation and this quite probably reduced her level of anxiety. Also her respect for the
doctors in ICU was enhanced.
Not only was the verbal communication between staff and the participants open but it
was also inclusive. Participant 02 described a situation where the doctors included herself
and her family in their discussions and subsequent deliberations.
and then um we had a good round tlie table conference with the doctors and
everything and I fmished up saying yes and ah.... they gave their consent for them to do it.
(Participant 02, p. 3)
The doctors arranged this conference because participant 02 had previously refused to
consent to a tracheostomy. Although the doctors were, in a sense, thereby forced to
include participant 02 in their deliberations (in order to gain her consent) they
nevertheless took this action and achieved a positive outcome for participant 02. In
recounting this situation participant 02 seemed to be quite impressed with the strategy
adopted by the doctors.
Participant 03 described a different form of open communication with the medical staff.
He described vigorous debates between different doctors, about his condition and
management, that took place around his bed.
I certainly can recall in the very early stages of my illness the bedside discussions where
there would be vigorous debate about what was wrong. What should be deemed done, what
medication was necessary and I took no exception to the difference of views that people
weresaymg.
(Participant 03, p. 7)
Although participant 03 couldn't participate in these lively discussions (he was intubated)

he appreciated being a party to them. They had the effect of informing him of the
complexity of his illness and that there were many skilled professionals working together
to ensure he received the most appropriate treatment.
After the debates, described by participant 03, the nursing staff interpreted the medical
and scientific jargon for him to enhance his overall understanding of his illness and
treatment.
... but the nursing staff I thought were quite exceptional and you may lead to this later but
.... particularly in the sense that of after these debates would take place infrontof me about
what ought to be done the team would walk out. Now the only interpreter I have as to
what was going to happen to me or what they'd said was the nursing staff. Again, I
found them universally very good at interpreting what had been said and what was to be
done and what effect they hope that would have on me or for me.
(Participant 03, p. 9)
Interpretation is the last therapeutic interaction to be discussed. Although participant 03
found the debates to be a valuable source of information and a reasonably effective form
of communication he had trouble hearing and understanding everything that was said.
Therefore he relied heavily on the nurses to fill in the gaps in his understanding. They did
this for him voluntarily and he was highly appreciative in return. Several other
participants reported instances of the nurses acting as mediators and facilitating effective
communication in a similar manner to this. The overall effect of this type of interaction
was that the participants had stronger confidence in the ICU staff and a subsequent
reduction in their cumulative fear and anxiety. Thus therapeutic interactions resulted in
an overall diminution of suffering.
Although the overwhelming majority of interactions, described in this study, were
therapeutic in nature there was one negative interaction described.
Well it was Um I was in bed. I remember I was in bed and I wanted the pillow
Changed and I asked him could he move the pillow over and he said you've just got there
and he walked away you know. So I thought I'll forget about that you know and then
another time one of the lasses asked him to help her um... help with me..., I don't know if
I was on a pan or what, but he wouldn't help her.
(Participant 02, p. 19)
In this extract, participant 02 was referring to two interactions she had with a male nurse.

another time one of the lasses asked him to help her um... help with me..., I don't know if
I was on a pan or what, but he wouldn't help her.
(Participant 02, p. 19)
In this extract, participant 02 was referring to two interactions she had with a male nurse.
The interactions were quite negative in nature and in direct contrast to the interactions
previously discussed. The result of these interactions was that participant 02 was quite
disappointed in the particular nurse in question. In a sense these interactions, in direct
contrast to the therapeutic interactions, marginally increased the suffering she
experienced in ICU.

Perceptions
The category Perceptions is a loose amalgam of participants' memories of prominent
features of the ICU world. Perceptions includes the concepts: busyness; technological;
timelessness and disconnectedness. A subcategory of Perceptions, termed Perceptual
Disturbances came out of the data. This subcategory is comprised of disturbances
normal perceptions, including hallucinations and delusions. In the following section
these concepts will be expanded and extracts from interviews provided to illustrate each
concept.

Busyness was the perception of ICU recounted most often in this study. Busyness refers
to the frenetic rhythm of ICU where the action is perpetual 24 hours a day multiple
alarms often sound at once, lights flash on and off, phones constantly ring and everyone
is on the move.

I just remember there being a lot of nursing staff and a lot of wires and machines and stuff
and a lot of doctors, they were there all the time. Basically everyone was moving all the
time. They were never sitting down and um there was always machines going up ...
(Participant 09, p. 5)
Although this perception was fairly uniform across all the participants the effect of this
perception differed from participant to participant and differed according to the
participants stage of recovery. Some participants interpreted this perception as meaning
that there were many other sick patients around them whilst others found the action to
be entertaining and made the time pass quickly. When participant 02 was very ill she

thought busyness meant that many other patients were also very ill. As her condition
improved she felt like she was an imposition on the staff because they were so busy
caring for everyone else.

The other major perception of the ICU environment was the preponderance of
technology. For example:
... you'd think you were on the spaceship Enterprise. The red eyes of course, all round from
the machinery and stuff like that and I was more intrigued more than anything else about
the whole thing.
(Participant 07, p. 4)
Both participant 01 and participant 07 compared ICU to a spaceship, and indeed most
other participants commented on the preponderance of machines in ICU. This is hardly
surprising considering the ubiquity of technology within the ICU. The interesting aspect
of participant 07's account is that she found the technological dominance intriguing
rather than imposing or frightening. The popular belief in nursmg is that patients in ICU
are frightened by machines. None of the participants expressed this reaction to the
machinery although a couple said that they were glad that the ECG monitors were
positioned behind them out of their line of sight.

Rather than being frightened by the technology several participants confided that they
found the technology reassuring. In a sense they viewed the monitors as an extra pair of
eyes to watch over them and maintain their safety. For example:

Even though the alarms went off I knew that if something did happen while I was asleep it
would pick it up. I remember a few times I was just so tired and I'd held my breath when I
was in ICU because it was just too hard to breathe, I just wanted to have a little rest. The
nurse kept on getting cross at me because I was holding my breath. But yes it was
comforting to know that it was there. That if I did go unconscious or go to sleep, even if the
nurse had her back turned that somebody would know that something had gone wrong.
(Participant 09, p. 14)
Some of the participants found the technology so reassuring that they developed a
dependence upon it. When they were eventually disconnected from it they felt uneasy.
This was the most extreme of reactions to the technology but I think the most significant
finding is that patients in ICU are not necessarily frightened or intimidated by the
technology. Rather they find it a source of reassurance and comfort.

Several participants reported that they lost all sense of normal time in ICU - they felt that
the world of ICU was timeless. Most of the participants said it was very hard to
distinguish night from day as there are no windows in ICU and there can be a lot of
activity at night.

No, no that's one of the things that sort of er was disorienting was not knowing whether
it's a normal day. Not knowing how many days it's been since you've come out of surgery
I'd be aware when I woke up that it was much quieter than it had been before and the
lights were dimmed and so on, but I don't think I really thought about day or night.
(Participant 04, p. 7)
Some of the participants, who weren't as heavily sedated as participant 04 throughout
their stay, were able to mark time to an extent by the changing of nurses from one shift
to the next. Many of the participants were, however, in the same situation as participant
04 and lost track of time and became quite disoriented as a result.

Similar to the perception of timelessness was the perception of disconnectedness. ICU is
a very self contained environment and patients, in general, have very little contact with
the outside world. This can lead to a feeling of disconnectedness.
I'd be thinking am I ever going to get out of here and I wanted to get back to work
and I was like... you know, am I going to be out by the end of the week? Or how long and
it just felt like the whole world was going on around outside and there's nothing I can do.
(Participant 09, p. 11)
This perception of disconnectedness was limited to those participants who stayed in ICU
for several days after they had started progressing down the road toward recovery. It
lead to feelings of frustration and increased their overall sense of suffering.

In addition to the perceptions already discussed two of the participants experienced
perceptual disturbances in the form of hallucinations and delusions. Participant 07 had
visual hallucinations just after she had roused from a fairly protracted period of heavy
sedation. She saw two elfish like apparitions next to her bed. They were green in colour
and they had elongated heads. She was pleased at the time to see them and interpreted
them to be a good omen. The likely rationale for her hallucination was that she abused

alcohol prior to admission and she may have been in a state of physiological withdrawal
at the time. Her response to the hallucination was one of interest and fascination. This is
interesting to note as hallucinations in ICU patients are usually related, in nursing and
medical literature, to fear and paranoia.

Participant 04's perceptual disturbances were altogether different to 07's. His
hallucinations and delusions were caused by what is commonly referred to as ICU
psychosis or ICU syndrome. When 04 awoke from his drug induced slumber he found
himself in a world that was simultaneously real and unreal.
So when I came out of that coma I was in two worlds, um and the substance of the
delusional structure I think was along the lines, it was pretty complex in theory in order to
take reality into account, but um that somehow I had ahh, ahh.... offended the nursing and
medical staff in a way by having recognised some sort of scam, plot or what ever tliat was
going on in the hospital that one of the um doctors had quit or resigned as a result of it and
then gone out and was really reluctant and he'd gone out and shot himself or driven his car
into a tree or something like that and um as a result the nursing staff were really upset with
this result and had it in for me and were going tor get even with me because they blamed
me for this having happened.
(Participant 04, p. 8)
In addition to the delusions he suffered both aural and visual hallucinations.
There was one time when I said there was a fire and er there was a fire in the garbage bin
and Lyn checked it and the nurse checked it, there was nofires.I said that's a bloodyfireI
can see the smoke. Yeah and you kept hearing things too.
(Participant 04, p. 10)
04 suffered from delusions and hallucinations for the duration of his ICU stay and they
persisted for several days after his discharge from ICU. As stated eariier in this chapter
he considered these perceptual disturbances to be the worst experience of his life.

Legacy
The experience of being a patient in ICU with a serious illness creates a lasting legacy for
some people. Legacy is the final category of experience to be dealt with in this chapter.
Legacy is related to the intensity of experience the participants had whilst in ICU.
Several participants in this study had very intense experiences during then illness and
these experiences left them with a lasting legacy. Two of the three concepts within this
category are related to near death experiences and they are termed mortality
consciousness and priority reappraisal. The other concept within this category, termed

empathy, is related to the ICU psychosis participant 04 experienced. These three
concepts will be further explored in the ensuing discussion.

Critical illness coupled with life saving interventions and periods on life support
technologies has a heavy impact on people psychologically. The participants who were
critically ill emerged from ICU with a higher consciousness of their own mortality. For
example:

It's made me realise of course naturally would for most people, that life doesn't go on
forever after amen. No matter how we'd like it to.
(Participant 07, p. 14)

The experience of ICU, for 07, left her with a heightened awareness that life is actually
finite. Several other participants carried a similar legacy away from ICU with them.

A natural corollary of mortality consciousness is priority reappraisal. After coming to the
realisation that life is finite it is a reasonably natural progression to reappraise the
priorities one has had in life.

I've had things go wrong but I've never been threatened with life and it clearly will mean
that when I go home.... there's a lot of things that worry you because you didn't think you
were going to die. Now quite clearly at my age
I have to reappraise some of my
priorities and procedures around the home and my wife would agree with this.
(Participant 03, p. 19)

The experience of ICU was so profound for some that it gave them the motivation to
reappraise the priorities that had dictated their life prior to their ilhiess. This could be
viewed as a very positive outcome from what was a potentially disastrous event.

The final legacy reported by this group was empathy. Participant 04 suffered from ICU
psychosis for the duration of his ICU stay. In a sense he was psychotic for a short space
of time. This period of psychosis left him wdth a strong sense of empathy for others who
suffer from psychotic ilkesses.

Oh I've got a great deal more um... empathy or sympathy or understanding for people with

psychotic disturbances you know who are delusional or who are schizophrenic or.... I've
got afiriendwho is schizophrenic and I ah tolerate him a lot more now than I used to.
(Participant 04, p. 19)

This was a positive legacy which eventuated from what was a very negative experience.
The experience gave participant 07 a greater sense of empathy for the human conditon in
other people. For example:
I think I'm a lot more tolerant of other people than I was before

I went into hospital.

(Participant 07, p. 14)

Although the legacy of the ICU experience is not actually part of a person's experience
of ICU it is very closely related. The legacy that many of the participants carried with
them from ICU was a positive outcome from a predominantly negative experience and
had the potential to greatly enrich their lives.

Conclusion
In the preceding discussion I have mapped out a theory of what people experience in
ICU on the basis of interviews held with nine survivors of ICU. The central category of
this theory is suffering. People in ICU suffer. They suffer serious, often life threatening
illnesses. They suffer a range of physical, emotional and spiritual symptoms caused by
either their illness or by the therapies implemented to treat their illness. They also
experience fear. Fear of the unknown aspects of ICU, fear of potentially painful or
disabling procedures, or fear of death.

The fear and suffering that patients experience in the ICU is countered by a combination
of coping strategies, a process of adaptation and intensive care. Patients employ a range
of coping strategies to assist them in combatting the multiple stresses that assail them.
Through a process of adaptation they become accustomed to both the ICU environment
and their physical condition and this enables them to better understand their situation.
With enhanced understanding comes a diminution of suffering in the guise of a lessening
of fear and anxiety. Finally, the suffering and fear that patients experience is combatted
by the staff in ICU who provide a high standard of attentive, compassionate care which
humanises the experience and results in an overall reduction in their level of suffering.

Patients in ICU perceive a world dominated by perpetual action and busyness. They
perceive that the staff are forever on the move and that everything around them is
constantly "beeping" and flashing. They also perceive a world dominated by technology,
yet they find this technology to be comforting rather than intimidating. Whilst in ICU
they lose all sense of time and they feel disconnected fi'om the outside world. Some
patient's perceptual faculties are disturbed whilst in ICU which can lead to hallucinations
and delusions.
Although patients' experience of ICU is dominated by fear and suffering the experience
is not altogether negative in nature. Some patients, who have a particularly intense
experience, carry a legacy of ICU away with them. This legacy is most likely to be a
heightened awareness of their own mortality or a greater empathy with other people who
suffer symptoms similar to what they experienced in ICU. This legacy may have a potent
effect on their lives, once they leave ICU, and some will feel the need to reappraise their
priorities in life. Whatever the outcome of their experience most people will be forever
changed by their experience in ICU.

CHAPTER 4
Literature Review

The intensive care unit suggests a blockhouse, a building made of concrete, designed to
withstand attack during wartime. Even the patient who is conscious exists here in a kind of
reverie. Within the blockhouse twenty resph-ators, each inhaling at its own pace, make a
steady, wet noise like the fallfroma fountain. Such a sound goes unnoticed in an intensive
care unit beneath the clatter and thump, the footfalls, the calling out, the moaning. So
cleverly has the noise of these respirators been woven into the larger fabric of sound that
within minutes it cannot be dissected and analysed for itself. Absolute silence could not be
deeper. (Selzer 1993, p. 33)

Introduction
Intensive care units (ICUs) grev^, as architecturally discrete units, out of the polio
epidemics of the late 1940s. From their inception they involved a large scale
concentration of health care professionals and equipment (Fairman, 1992). Despite this
being a radical departure from the way critically ill patients had previously been cared
for, in hospital, the effects of placing critically ill patients in such units was not studied
until the late 1960s. Since then many different aspects of intensive care have been studied
by both medical officers and nurses. Several personal accounts have also been written.
Most of the research related to patients' experiences of ICU has focussed on the effects
of ICU on patients rather than what patients recall about their ICU experience. Research
on patient's recollections of their ICU experience is quite scarce, so it is necessary to
review the literature about the efifects of ICU to gain a clear understanding of how the
experience of ICU has been conceptualised. The literature on the effects of ICU has
focussed on the stressful features of intensive care and psychological reactions to
intensive care. Very few studies investigating the experience of intensive care, from
patients' perspectives, have been published. This imbalance in the literature has created a
very lopsided view, which over emphasises the effects of ICU and understates the
experience of being a patient in the ICU. In the following chapter the studies and theory
relevant to the experience of being a patient in intensive care will be reviewed.

The ICU and Stress
The dominant theory of what patients experience in ICU is based on the notion of
stress. Proponents of this theory assert that the patient who resides in an intensive care
unit is assailed by a vast array of stressors. These stressors arise from the ICU
environment, from the physical effects of illness, and from the psychosocial context of
ICU. The theory that the experience of ICU is stressful has similar characteristics to the
theory that the experience of ICU is dominated by suffering. Stress and suffering are
both concepts which denote adversity. Some of the more commonly described stressors
include: fear and anxiety; communication difficulties; sensory overioad or deprivation;
sleep deprivation; pain; noise; losing track of time; and depersonalisation ( Eisendrath
1984; MacKellaig 1987; Wilson 1987; Stanton 1991; Clark, Fontaine & Simpson 1994;
Pennock 1994; and Henry 1995). Most of the researchers who have mvestigated
stressors in ICU seem to have been heavily influenced by the eariy researchers, such as
Komfeld, Zimberg & Malm (1965) and Schroeder (1971), because they derive their lists
of stressors from these sources. Those that have asked patients about stressors ( Wilson
1987; Pennock 1994), used surveys or structured interviews, based on the results of
these eariier studies, and asked patients to rank the stressors in order of severity, rather
than allowing patients to identify what aspects of ICU were stressful to them. Another
weakness in the papers written about stressors in intensive care (MacKellaig 1987;
Wilson 1987; Chyun 1989; Stanton 1991 ) is that they make no distinction between
intensive care units and coronary care units yet these units differ in a number of waysV

A popular view in the literature is that one of the most stressful features of being a
patient in ICU is the environment. The physical configuration of most units leads to
limited personal space for the patient and frequent loss of control over their space due to
regular invasions by ICU staff*(Gowan 1979). Fontaine (1993) states that ICUs are
designed to support surveillance and this predisposes the environment to being stressful.

^ ICUs can accommodate patients with a wide range of different diseases and ilhiesses, whereas
CCUs predominantìy accommodate patients with heart disease. ICUs use organ support technologies
such as ventilators and haemodialysis machines, whereas CCUs are generally much less
interventionist and rely predominantly on drug therapy and electrocardiograph monitoring.

To assist the staff in safeguarding their patients a plethora of machines are used to
monitor a myriad of physiological functions as well as to support flagging physiological
systems. A dominant view of intensive care is that machines and technology dominate
(Hudak et al 1990; Fontaine 1993; Novak & Novak 1996 ). The effect of this
technological environment is summed up in the following quote:

Patients were confined, restricted, and dependent on equipment that simply beeped,
gurgled, and chirped while reminding them of their extreme vulnerability, pain, and
helplessness. It is easy to imagine that these patients experienced the intimidating and
frightening technology as an intrusion rather than a meaningful extension of their own
bodies.
(Cooper 1993, p.28)

The view that machines in ICU induce fear and create a frightening, mtimidating
environment is quite popular. Hudak et al (1990) go as far as to say that this element of
ICU not only induces fear in patients but can actually be life threatening in certain
circumstances. The findings of this study support the view that technology dominates
the ICU landscape however they challenge the view that technology induces fear in ICU
patients. Instead the participants of this study were of the view that the technology was
comforting and reassuring and that the technology actually reduced the stress of
intensive care.

Noxious sensory stimuli, such as excessive noise and lighting, are another group of
stressors considered to be common to the ICU experience (Bell 1994; Novak & Novak
1996). Artificial lighting is often present twenty four hours a day and this can interrupt
patients natural biological rhythms and lead to sleep deprivation (Bell 1994). Many
studies confirm that ICUs are polluted by noise originating from equipment, alarms and
staff (Briggs 1991). Exposure to even moderate levels of noise is believed to create
psychological stress which is manifested as irritability, annoyance and sleep loss.
Ultimately, excessive noise can lead to sleep deprivation, confusion, disorientation and
ICU psychosis (Bell 1994). Another type of noxious sensory stimuli that troubles ICU
patients is pain (Puntillo 1990; Henry 1995; & Valdix 1995; ). Puntillo (1990)
interviewed twenty four patients about the degree of pain experienced in ICU. Sixty
three percent rated their pain as being moderate to severe in intensity. The most common
sources of pain were surgical incisions, chest drain removal, endotracheal tube intubation
and throat pain. Pain, excessive noise and lighting are the three major forms of noxious
sensory stimuli and together or separately can lead to further sensory disturbances.

Sensory overload and sensory deprivation are considered to cause stress in intensive care
patients (Hudak et al 1990; Fontaine 1993; Bell 1994; Novak & Novak 1996). These
two concepts can be traced back to experiments performed by Kuzbansky and
Leiderman in the early 1960s (Komfeld 1969). These concepts have been applied to the
experience of ICU by many writers and researchers since. In reference to sensory
overload, Novak and Novak (1996) write:

Although the critically ill individual greatly benefitsfromthe intensive care setting and the
accessibility of technology, the critical care unit is laden with environmental stimuli. The
patient is brightly illuminated 24 hours a day by artificial lighting and is surrounded by
monitors, ventilators, and various other pieces of equipment that commonly exceed
acceptable noise levels. Constant lighting and high levels of noisefromboth machinery and
conversation have repeatedly been identified as noxious factors in the critical care unit.
(Novak and Novak 1996, p.72)
Although any environmental stimuli can cause sensory overload, as suggested in the
above quote, noise and excessive lighting are the major offending causes (Hudak et al
1990; Fontaine 1993; Bell 1994; Novak & Novak 1996). The outcomes of sensory
deprivation are sleep deprivation and, ultimately, ICU syndrome (Bell 1994). The
findings of this current study refiite the notion that sensory overload is a problem for
patients in the ICU. Most of the participants of this study had problems sleeping but they
did not attribute this to being overly stimulated by noise or lighting. If sensory overload
and sensory deprivation are such prominent features of the ICU experience it is
surprising that none of the participants of this study described excessive or insufficient
sensory stimulation. These sensory disturbances may have been a problem in ICUs in the
1960's (when Kuzbansky and Lederman were performing their experiments) but changes
to the design of ICUs and nursing practice seem to have restricted the scope of this
problem.

Sleep deprivation is another physical stressor closely related to sensory disturbances.
Sleep deprivation is identified, in the literature, as a very common physical stressor
experienced by patients in ICU (Hudak et al 1990; Fontaine 1993; Novak & Novak
1996). Fontaine (1993) considers that sleep deprivation is such a common problem that
ICU staff expect patients to be sleep deprived and therefore take few precautions to
promote sleep. The participants of this study reported havmg trouble sleeping and that
their sleep was regulariy interrupted by the nursing staff going about their work.

however they did not consider this to be a stressful part of their overall experience. They
accepted this as being an unavoidable part of their experience. One of the participants
said that there was no problem with his sleep being disturbed at night because he had all
day to catch up on the sleep he missed out on at night. Therefore, the findings of this
study directly challenge the assertion that sleep deprivation is a significant problem to
ICU patients. This difference illustrates a significant conceptual difference between stress
and suffering. It is unarguable that sleep deprivation is a physiological stressor however
because the participants did not consider it to be a problem it did not induce a significant
amount of suffering. This shows that the degree of suffering experienced in the ICU can
be controlled by the patient through their attitudes to various stressors. Therefore
something that causes stress does not necessarily cause suffering.
Novak & Novak (1996) identify another type of physical stressor faced by patients in
ICU which they term desynchronisation. In humans there are many circadian rhythms,
such as variations in temperature, that are reset by environmental synchronisers. In the
environment the biological clock is reset daily by environmental synchronisers such as
daylight, work routine, television, clocks, and radios. When synchronisation does not
occur, either because of the absence of these time cues or due to alteration of usual
routines through hospitalisation, changes occur in the relationships between a large
number of rhythms which can result in desynchronisation (Novak & Novak 1996). The
stress caused by desynchronisation can lead to flirther sleep deprivation, confusion,
irritability and ultimately ICU psychosis (Novak & Novak 1996). Desynchronisation
could be similar to the sense of timelessness that the participants of this study reported.

In addition to physical stressors, many researchers state that stress can be induced fi-om
the psychosocial context of ICU. Psychosocial stressors that have been identified
include: depersonalisation, dehumanisation, isolation and powerlessness ( Fontaine
1993; Bell 1994; Ruppert & Meisel 1996). Communication problems are another group
of problems identified as being a stressful feature of the ICU experience.
Depersonalisation is defined as the feeling that one is an illness to be treated rather than a
human being to be cared for (Brown & Dooley 1996). Depersonalisation is the state
resultingfi-omthe process of dehumanisation. Brown and Dooley (1996), assert that
there is often a lack of caring behaviours displayed by nurses in ICU and this resuhs in

depersonalisation. Few other authors mention depersonalisation and dehumanisation
explicitly but several (Hudak et al 1990; Cooper 1993), especially those who emphasise
the dominance of machines, refer to this covertly. The results of this study refute the
notion that depersonalisation and dehumanisation is a common problem facing ICU
patients. Rather the participants of this study considered that they were treated in a very
humanising way by the staff in the ICU.

When a person is admitted to ICU the social context they are accustomed to is changed
dramatically. They are forced to stay away from their home. They are unable to go to
work or to participate in any of the other familiar social situations they would normally
participate in. Depending on the visitation policies of the particular ICU, contact with
family and friends can be severely limited. Thus patients in ICU can suffer stress from the
relative social isolation enforced upon them (Bell 1994; Ruppert & Meisel 1996). The
participants of this study described a sense of being disconnected from the outside world
which seems to be similar to this social isolation. However, the visitation policy of the
ICU, in question, enabled patients to be with their relatives and friends as much as
possible which helped to diminish their sense of isolation. Again this illustrates a
difference between the theory emerging from this study and the theories of other writers.
Other writers have identified that social isolation causes stress in the ICU patient without
examining factors which could relieve this stress. This study has identified that social
isolation causes suffering but, in contrast to other theories, also examines factors which
diminish the related suffering.

Patients in ICU have an impaired ability to physically control their environment or their
treatment. This diminished ability has been termed poweriessness (Bell 1994; Ruppert &
Meisel 1996). Poweriessness is defined as the perception on the part of the individual of
a lack of personal or internal control over events in a given situation (Ruppert & Meisel
1996). It would be easy for an observer to conclude that most patients in ICU are in tliis
situation. However poweriessness is a perception on the part of the individual not on the
part of an observer. The patients in this study expressed no perceptions of
poweriessness. In fact, consistent with the above definition, they conveyed a strong sense
of control over their individual situations. For example, participant 02 did not allow the
doctors to perform a procedure, until she was convinced that it would assist her
recovery. By refiising to consent to the procedure until she was convinced it would assist

her recovery she was exercising control over her situation which directly refutes the
notion that all ICU patients are powerless.

Problems with communication are another feature of the ICU experience identified as
being stressfiil. Salyer and Stuart (1985), observed communication between nurses and
20 ICU patients who were intubated and ventilated. In relation to communication
between nurses and patients in the ICU, they state:

It appeared that some of the nurses observed were unable to recognise or accept the
individual communication needs of their patients. (Salyer & Stuart 1985, p. 23)
Noble (1979), used non participatory observation to assess verbal communication in a
number of different ICUs. She found that staff rarely talked to patients as they
administered care and when they did talk to patients they usually shouted and, although
she did not elicit whether verbal communication was disturbing to the patients or not,
most verbal communication carried out in ICU appeared to the researchers to be more
disturbing than therapeutic. Both Wilson (1987) and Chyun (1989) state that
conversations between staff members are un-therapeutic to patients in the ICU setting.
The participants of this study told a very different story about communication in ICU, to
that portrayed in the literature. They were very impressed by the way all the staff
communicated v^th them. Rather than being a stressful feature of their experience
communication with staff actually relieved some of the suffering that they experienced in
ICU. The participants who mentioned conversations between staff members said that
they enjoyed hearing what was happening outside their limited social context.
Overhearing conversations seemed to be more entertaining and therapeutic than stressful.

A major impediment to communication for patients in ICU is mechanical ventilation. To
facilitate mechanical ventilation an artificial airway is inserted through the vocal cords
into the trachea. A side effect of tracheal intubation is that patients are rendered mute as
the tube obstructs the vocal cords. Several researchers (Bergbom-Engberg et al 1988;
Gries & Femsler 1988; Bergbom-Engberg 1995) have researched the experience of
tracheal intubation and mechanical ventilation. Bergbom- Engberg (1995, p.21) believes
that tracheal intubation and mechanical ventilation is a very stressfiil experience for most
patients.

Many patients are frightened of losing control and of the panic and sense of suffocation
they experience with a lot of tubes in their moutii or nose. Many studies have shown that
patients are terrified of being suffocated.
(Bergbom-Engberg 1995, p. 21)
The results of this current study concur with the assertion that the threat of suffocation is
a major stressor for ICU patients. Pennock et al (1994) surveyed 127 patients who had
undergone coronary artery bypass graft surgery 48 hours after their transfer from ICU.
Being intubated and not being able to talk were rated as being the two worst stressors,
experienced in ICU, by this group. Gries & Femsler (1988) interviewed 17 patients who
had been mechanically ventilated using a structured approach. The patients recorded
eleven different adverse experiences related to mechanical ventilation. These experiences
were coded into intra-personal stressors, interpersonal stressors or extra-personal
stressors. Intra-personal stressors included restriction of usual activities, frustration from
forced inactivity, insufficient explanation of ventilation and an inability to cope. Problems
with communication was the only interpersonal stressor recorded. Extra-personal
stressors included endotracheal tube discomfort and gagging during suctioning. Two
patients in Gries and Femsler's (1988) study regarded the experience positively because
it relieved their acute distress. The participants of this current study recounted very
similar experiences to those reported in Gries and Fernsler's research. The endotracheal
tube was a source of much discomfort, they hated being suctioned and they became
fhistrated with the forced inactivity and the inability to communicate. However the main
dissenting point from Gries and Fernsler's findings was that none of those who were
intubated complained about the lack of explanations received. In fact most participants
from this study were very pleased with the explanations they received.

Psychological and Psychiatric Reactions to the ICU
As mentioned previously the second dominant theme in the literature is psychological
and psychiatric reactions to intensive care reported in the literature. The focus of this
review will now turn to those reactions. A variety of psychological reactions have been
identified in the literature and include: anxiety (Schroeder 1971; Stanton 1991; Clark et
al 1994 ); the catastrophic reaction (MacKellaig 1987); the euphoric reaction
(MacKellaig 1987); and regression (Eisendrath 1984). Kornfeld (1969) considers that the
psychological stress of critical illness and ICU can be so extreme that some patients
develop psychiatric illness. These psychological and psychiatric problems will be
described and discussed in the following paragraphs.

Clark et al (1994) define anxiety as a condition characterised by subjective, consciously
perceived feelings of tension and apprehension. They consider that anxiety in ICU
patients is caused by admission to an ICU, the fear of dying, loss of income, separation
from family and loss of control. Henry (1995), considers that anxiety is a big problem for
ICU patients which is inadequately managed. Schroeder (1971), however considers that
explanations and frequent reassurance tend to allay apprehension and anxiety. Some of
the patients in this study experienced apprehension on admission to the ICU which was
related to the uncertainty of their new found situation. However most of the participants
described a feeling of overwhelming safety on admission to ICU because they soon
realised that they would get the attention they needed. So the notion that anxiety is
caused by merely admitting a patient to ICU is definitely not substantiated by this study.
In fact the findings of this study suggest that patients who are critically ill are comforted
by admission to ICU because they quickly realise that they will receive the care and
treatment they so urgently need.
The catastrophic reaction, as described by MacKellaig (1987), is a passive response to
severe anxiety. Patients who suffer this experience display a flat affect, immobility,
answer questions in monosyllables, lack spontaneity and passively cooperate with
treatment. Although these patients are fully orientated and have no hnpairment of
cognitivefianctioning(Kimball, 1972), such patients may experience symptoms of
delusion (Adams, Hanson, Norkool, Beaulieu, & Monss 1978) . The euphoric reaction,
identified by Kimball (1972), is a direct contrast to the catastrophic reaction. The
euphoric response is usually seen within 24 hours of admission and is manifest as a
massive denial of the seriousness of an illness, perhaps serving to cover a serious illness
(MacKellaig 1987). The participants of this study did not report experiences of these
sorts of reactions and there was no indication in their health records of any episodes of
these reactions.
Eisendrath (1984) asserts that the stressors that patients encounter in the ICU setting
lead to psychological regression. Regression is defined as an individual's return to eariier
modes of perception, cognition and interaction, usually when current modes are
inadequate (Eisendrath 1984). Regression is marked by: alterations in cognitive
processing; dysfunctional psychosocial behaviour such as overdependence on the staff;

and faulty intra psychic defences such as denial or fantasy formation (Eisendrath 1984).
Strain (1978), postulates that regression is a prerequisite for successful adaptation to
critical illness. As patients' accounts formed the majority of data collected for this study,
it is unlikely that they would have reported symptoms of regression. So it is difficult to
identify how prominent regression was as a psychological reaction. However cognitive
impairment, which is symptomatic of regression, appears to be similar to the
incomprehension, that the participants of this study reported.

The psychiatric problem which has received the most attention in the literature has been
defined as the ICU syndrome - an acute delirium characterised by disorientation,
memory loss, fluctuating states of consciousness, hallucinations and delusions (Komfeld
1971, p. 1354). Many different theories of the causation of the ICU syndrome abound.
The consensus of the different theories is that ICU syndrome is caused by a combination
of organic factors, such as cerebral anoxia, metabolic disturbances, toxic drug reactions
and a number of environmental factors. Schroeder (1971, p.30) considers the artificial
elimination of the day / night sequence, combined with continuous sensory bombardment
and sleep deprivation to be the major contributing factors of the ICU syndrome. In a
study undertaken by Kornfeld et al (1965) on adult open heart surgery patients, they
found that certain preoperative and operative factors, such as severity of illness and the
length of time the patient was on the heart-lung machine, did increase the likelihood of
the delirium developing. However, in this study the delirium occurred after a clinically
lucid interval of three to five days post operatively which lead them to conclude that the
ICU environment was a very significant factor in the causation of the ICU syndrome.
The incidence of ICU syndrome is cited as being as low as 12.5% (Strain 1978) to being
as high as 70% (Komfeld 1971). Very few reports of patients' experiences with ICU
syndrome exist in the literature. In relation to the experience Komfeld (1969, p. 108)
writes:
The patient might first experience a perceptual disturbance - for example tlie sound arising
fi-om the air-conditioning vent might begin to sound like his name. In some patients these
distortions of reality progressed to the point of auditory or visual hallucinations and then to
frank paranoid delusions. Transient disorientation to time, place and person was also
reported.
(Komfeld 1969, p. 108)
Only one of the participants, participant 04, of this study experienced the ICU syndrome.
His description of this experience is fairly consistent with the above description, in

content. It differs with regard to the sequence of onset of symptoms. Komfeld (1969)
suggests that there is an orderly progression of symptoms from mild to intense.
Participant 04, experienced the ICU syndrome on two different admissions to ICU. On
both occasions he awoke from a lengthy period of diminished consciousness into a fiilly
constructed delusional worid. The delusions and hallucinations he experienced over the
ensuing days waxed and waned but there was no hint of an orderiy linear progression
from mild to severe.

Patients ' Recollections of the ICU
As stated in the introduction to this chapter, the majority of research into the patient's
experience of intensive care has been dominated by a focus on the stressful nature of
intensive care and the effects of this stress on the ICU patient. It is possible that this
factor has received unwarranted attention in the literature. Most of these studies have
been predicated on the assumption that the experience is dominated by stress and that the
ICU environment is a predominantly noxious environment. This approach has lead to an
imbalanced view of the experience of ICU which overstates the factors that cause stress
and suffering and largely overiooks the numerous features of intensive care that alleviate
stress and suffering. Some researchers have, however, taken a more holistic approach to
describing and explaining the experience. Several personal accounts have also been
written. In the following section these research studies and personal accounts will be
reviewed and discussed.

Hewitt (1970) and Friedman, Boyce & Bekes (1992) are medical researchers who
followed up ICU patients after discharge to ascertain their views on their ICU
experience. Hewitt (1970), used a questionnaire to follow up one hundred consecutive
patients who had been treated in a surgical intensive therapy ward to record their
impressions of their stay. The results of this study showed that in addition to the adverse
psychological effects of intensive care, some patients are reassured by the continuous
surveillance offered by intensive care. The adverse factors recorded on the questionnaire
included: lack of sleep and rest; the amount of noise; handling and movement of various
tubes; suctioning; oxygen therapy; and thirstiness. The factors of the experience that
were beneficial to the patients include: no patients reported feeling pain whilst ventilated;
ventilation caused little anxiety; most were satisfied with visitation policies; and most had
a high regard for both the efficiency and consideration shown to them by nursing and

medical staff. Friedman et al (1992) followed up forty six ICU patients following hospital
discharge. Data were collected from their health records and through telephone contact
using a questionnaire. Questions regarding the recollections of their experience formed
only part of this study. Notwithstanding, all patients noted good to excellent ICU care.
Confidence in doctors and nurses was described as good or excellent by ninety five
percent of those responding. The results of both these studies, particularly Hewitt's
(1990) study, are consistent with the findings of this study. Patients in ICU experience a
substantial amount of suffering, but there are also features of intensive care that alleviate
suffering, such as the reassuring nature of constant surveillance, that are of equal
significance.
Simpson et al (1989) conducted research into patients recollections of critical care. They
interviewed fifty nine patients from a seven bed coronary care unit and a ten bed
intensive care unit, twenty four to forty eight hours after discharge, using an open ended
series of questions. In regard to previous research into the critical care experience they
write:
The studies of patient recollections of the critical care experience are limited with respect
to how recollections are described,tiieinstruments used to obtain recollections and the time
of interview in relationship to the time of transfer. Most studies have focussed
predominantly on negative aspects of the experience without emphasising neutral or
positive aspects. In addition to reporting only stressful factors, most results are constrained
by the use of closed rather than open ended instruments. (Simpson et al 1989, p.326)

Therefore, Simpson et al (1989) set out to capture positive as well as negative patients'
recollections of their critical care experience. The actions recalled by critically ill patients
were grouped into the following categories: self care promotion; alleviation of concerns;
technical care; and observations. Some of the more common actions, recalled by patients,
were: comfort measures; changing position; attentiveness; information provision and;
monitoring of vital signs. Simpson et al (1989) postulated from this that nursing actions,
such as attentiveness and empathy, may serve as a buffer for patients in an inherently
negative situation. Negative experiences, such as pain, sleeplessness and fear were also
recalled. Overall, Simpson et al (1989) concluded that the impact of the experience of
ICU is positive or neutral to some, and negative to others, with pain and sleeplessness
being the major problems. The findings of this study paint a picture of the ICU
experience which is much more holistic than the studies focussing on ICU stressors.

They are also much closer to the findings of this current study. The major difference
would appear to be that Simpson et al (1989) concluded that the impact of the
experience is either positive, negative or neutral, whereas the theory generated by this
study states that most people's experience of intensive care is an amalgam of positive,
negative and neutral features. As stated previously, the experience of intensive care is
dominated by suffering but there are many factors that diminish this suffering.

Norrie (1992) has written about one patients' experience of ICU. The patient was a
young man who had contracted Guillian-Barre syndrome. Norrie recorded features of the
patient's ICU experience that both contributed to and diminished the patient's suflFering.
The features that contributed to the patient's suffering include: lack of intellectual
stimulation; noise; sleep interruptions; emotional attachment; and the ward transfer
process. The features that diminished her suflFering included: the personal touch;
reassurance; encouragement to maximise own function; the quality of the explanations
provided and the fact that he was allowed to proceed at his own speed as he recovered.
The relevance of a case history of one patient with a fairly rare condition is difificult to
assess. Certainly it would be unwise to generalise the points raised from this case history
to other situations. Nevertheless, Norrie (1992) provides further evidence supporting the
contention that the patient's experience of ICU is a mixture of factors that both
contribute to overall suffering and diminish overall suflFering.

The only purely qualitative study which investigates patient's experiences of intensive
care has been undertaken by Parker (1996). This study took a phenomenological
approach to examine the experience of critical illness and intensive care hospitalisation.
Whilst reinforcing some of the issues that have previously been raised in relation to the
experience such as noise, sleeplessness and pain this study attempted to move beyond
description to examine the meanings people derive from their experiences. (Parker
1996). Parker used interviews and participant observation to examine the experiences of
10 people admitted to one intensive care unit. Thematic and hermeneutic methods were
used to analyse the data. The two major themes which emerged from the study were
paradox and ineflFability. The patients found many aspects of the experience to be beyond
expression and therefore ineflFable. They also considered the experience to be paradoxical
because they wanted to know what was happening yet they were afraid of knowing. Subthemes which emerged from the study were: disruption to normal life; living/being in the

shadows; reacting to threat to life; being in ICU; shared experience; and moving beyond /
forward. Some features of the findings of Parker's study are very similar to the findings
of this current study. For example, incomprehension and ineffability are conceptually
very similar. Also moving beyond / forward has some similarities to the concept - legacy
of intensive care. The major difference is that Parker was coming from a
phenomenological perspective whereas I was coming from a grounded theory
perspective. The results emanating from Parker's (1996) study show that there are much
deeper meanings attached to the ICU experience than memories of pain, noise and
sleeplessness. The results of this study should add flirther balance to the existing bank of
theory describing and explaining the ICU experience.

One could expect that in-depth personal accounts of ICU written by health professionals
would shed some light on the breadth of experiences. Two health professionals who have
had firsthand experiences of intensive care have written about their experiences. Pilar
Areas Ruiz (1993) is a Spanish nurse, who has also trained to be a medical doctor, and
has had multiple admissions to ICU due to status asthmaticus. Richard Selzer (1993) is a
medical doctor who was admitted to hospital with Legionnaires disease. Ruiz has written
ajournai article about her experiences. Selzer has written a book about his experience,
with this disease, which includes a section on his experience in ICU. In the following
section these two accounts will be reviewed and discussed.

Ruiz (1993) describes the main features of her experiences with critical iUness and
intensive care as: fear; death; destitution; lack of control; and time and space distortion.
In relation to fear, Ruiz admits that many aspects of her ICU experience were
frightening. She was afi-aid of pain, of suffering, of medical professionals and of dying. In
relation to death Ruiz (1993) says:

The Litensive Care Unit (ICU) is, by definition, a refuge for humans in critical situations
and for this reason its walls seem impregnated with the risk of death. Ruiz (1993, p. 31)

In the section on destitution Ruiz deals with the loss of privacy that accompanies
hospitalisation and which, Ruiz asserts reaches its peak in the ICU. Loneliness and
humiliation are also considered to be aspects of destitution. Panic and a sense of losing
control are another feature of the experience as described by Ruiz. The attitude of health
professionals is considered as central to the ability to maintain control and not panic.

Ruiz states that an understanding attitude, in health professionals, is of incalculable value
whereas one of impatience is disastrous. Finally, Ruiz states that time and space are
distorted when ill in an ICU. "Distances become greater, time passes with infinite
slowness" (Ruiz 1993, p. 35).

Ruiz's (1993) account of her experiences in the ICU is a very important addition to the
bank of literature written about this experience. With her experience and training as a
nurse and medical doctor she has a unique level of insight into the experience and knows
what is important to write about to assist other health professionals. Although her
recollections of the ICU experience are predominantly adverse she does cite instances of
staff treating her with a caring, compassionate attitude and other similar interactions
which reduced her overall suffering. Ruiz's recollections and reflections are very similar
to the theory emerging from this study. Ruiz described her experience as being
dominated by suffering and admitted that this suffering was minimised with appropriate
interventions fi-om staff working in the ICU and fi'om strategies initiated by herself

On the other hand Seizer (1993), has written a long and detailed qualitative account of
his experience with Legionnaires disease. In this account he describes his twenty four day
experience of intensive care. In this time he was intubated and ventilated, paralysed and
sedated. He lapsed in and out of coma, had a near death experience and finally recovered
to be transferred to an infectious diseases ward. This account should reveal much about
the experience of ICU however, unfortunately, it is rendered in a literary style which on
the one hand conveys a certain essence, but on the other hand makes the experience so
surreal that it seems almost fictitious. For example:

He had been in coma for almost three weeks. What is it like? It is like being encased in a
layer of wax that separates himfi-omthe rest of mankind. The outer air is a foreign element
into which he is unable to break through. Nor should he tiy, for he could no longer breathe
it in. An immense weight holds down his thin bluish eyelids. He could not have raised
tliem. Nor does he want to. He has no need for eyes. Here, there is nolliing for him to do
but wait and listen to the silences rubbing against each other. Now and then there is a small
shifting in the air as if far away, on another continent, a boa constrictor were slowly
unwinding from a branch. Could tliis place have a name? Is it any map of tlie world?
(Seizer 1993, p. 37)
Certain features of the experience, such as perceptual distortions and disconnectedness,
are hinted at but none are explicitly stated. The whole account of Selzer's experience is

written in a style that is rife with imagery, and suggests that he was comatose and very
near death for many days but still somehow aware of his situation. The way the account
is written it is difficult to make many comparisons between his experience and the
experience of the participants of this study. It is also difficult to extrapolate ifrom his
account to the day to day reality of intensive care nursing practice.

Conclusion
The majority of research into the experience of ICU has focussed on the effects that ICU
has on patients rather than patients' recollections of what they experienced in ICU. The
dominant theory of what patients experience in ICU is based on the notion of stress.
Proponents of this theory, assert that the patient who resides in an ICU is assailed by a
vast array of stressors. Stressors arising from the ICU environment,fi-omthe physical
effects of illness and from the psychosocial context of ICU have been reviewed and
discussed. These stressors are too numerous to mention here but the most common
stressors reported were: pain; noise; losmg track of time; sensory overload; sleep
deprivation and communication difficulties. The stress based theories have some
similarities to the theory emerging from this study. Stress and suffering are both concepts
which denote adversity. Many of the stressors identified in the literature were also
factors which induced suffering in the participants of this study. Interestingly the stress
based theories understate the impact of the physiological stress of the patient's illness
whereas the present theory attributes most of the suffering experienced in the ICU to the
patient's illness.

Several studies, have examined patients' recollections of the ICU experience or have
used a methodology that has allowed a more balanced portrayal of the experience. These
studies have shown that there are many positive or neutral aspects to the ICU experience
in addition to the negative aspects. The positive aspects reported in these studies include:
the continuous surveillance offered by intensive care; the attentiveness of the staff; the
excellent standard of care; and the level of comfort experienced in ICU. All of these
findings support the findings of this study. This study found that there are many positive
aspects to the experience of intensive care which counterbalance the suffering inherent in
the experience. The negative experiences recorded in these studies were very similar to
those captured in the studies which focussed predominantly on stress in the ICU.

In addition to reports of research studies, Selzer (1993) and Ruiz (1993) have published
personal accounts of their experiences in ICU. Unfortunately, Selzer's (1993) account is
so personal and surreal that it is difficult to draw comparisons between it and the theory
emerging from this study. Ruiz (1993), on the other hand, has written an account which
makes her experience very accessible to health professionals and provides a holistic view
of her experience. In addition to the many negative aspects of her experience such as,
fear, anxiety, loneliness and humiliation she also talks of the positive interactions with
staff and describes attitudes that staff need to have to duninish the fear and suffering that
she considers to be inherent in the experience of ICU. The findings of Ruiz's study
support the findings of this study.

When compared to the existing literature, about the patient's experience of intensive
care, many similarities and differences emerge between this study and previous studies.
The major similarity is the conceptual likeness between suffering and stress. The theory
generated by this study states that the patient's experience of ICU is dominated by
suffering just as many other studies have found that the experience is very stressfiil to the
patient. However this theory goes fiirther than previous theories in that it examines the
various ways that the staff in ICU, and the patient, reconcile this suffering. It also looks
at other aspects of the intensive care experience, such as altered perceptions and the
legacy of intensive care. Rather than focussing on one dimension of the experience, as
most other studies and theories have, this study has attempted to examine multiple
dimensions and in so doing has generated a theory which explains the total experience of
intensive care from the patient's perspective.

CHAPTER 5

Discussion of Results and Implications for Nursing Practice

Introduction
The experience of being a patient in ICU was the central concern of this study. In the
following chapter the theory resulting from this study will be discussed and the
implications to nursing practice will be outlined. The aim of this discussion will be to
synthesise this theory with the principle of patient centred care. Patient centred care is a
term used to describe an approach that consciously adopts the patient's perspective
(Gerteis et al 1993). Standard practice in the ICU in which this study took place, is
largely based on the principle of patient centred care. The following discussion will
feature aspects of the patient's experience which may be improved as well as aspects of
nursing practice, which the participants of this study considered to be beyond
improvement. By looking at patients' experiences which may be improved, and practice
which was commended highly, it will be possible to construct a model of exemplary ICU
nursing practice.

Suffering
Breathlessness has been identified as one of the most severe forms of physical suffering
inherent in the ICU experience. Of course, breathlessness does not affect all ICU
patients. It does, however, affect a large proportion of patients in the ICU and for those
it affects it is a major source of stress and suffering. Few previous studies have identified
breathlessness as a cause of physical suffering in the ICU patient. In descriptive research
into dyspnea, Devito (cited in Janson-Bjerklie, Holzemer & Henry 1992) found that
dyspnea was a major problem for patients with chronic obstructive pulmonary disease.
Devito (cited in Janson-Bjerklie et al 1992) also found that actions by nurses that
patients perceived as helpful were acknowledging fear and helplessness, coaching
breathing techniques, emotional support, and assisting with activities. Instructions to

relax and get in control or to use distraction were not viewed as helpful by patients.
There is a need for further research, by nurses, into the phenomenon of breathlessness in
ICU patients to ascertam whether these types of strategies have utility in the ICU.

Pain was another form of physical suffering identified by this study. Pain has been
identified, in other studies, as a major stressor for the patient in ICU (Henry 1995,
Valdix & Puntillo 1995, Puntillo 1990). The participants of this study, when asked about
pain dh-ectly, unanimously denied feeling any pain whilst in the ICU. They did, however,
mention pain using other descriptors, such as tenderness and achiness, throughout the
interviews. Considering this type of unanimous response to pain it is fair to conclude that
although pain was inherent in theh- experience, it was not a major form of suffering for
the participants of this study. Rather, it was another of the many forms of physical
suffering to be endured. Furthermore, ICU nurses need to be aware that patients may not
consider sensations that they term achiness or tenderness to be pain and need to make
allowances for this when interviewing patients about pain. Moreover, critical care nurses
need to be cognisant that certain interventions, such as airway suctioning or arterial
punctures, can be painful.

Most of the participants of this study recounted feeling a considerable amount of
discomfort whilst in the ICU. Much of this discomfort was caused by the use of
physically invasive equipment, such as IV cannulae and nasogastric tubes. Such
technology is used judiciously in the ICU. In order to diminish the suffering caused by
such invasive equipment nurses should investigate means of limiting the duration of
usage of this equipment wherever possible. The endotracheal tube (ETT) is a similar
piece of equipment which was identified as another source of discomfort. This fact has
been reported in previous studies (Gries & Fernsler 1988) however few means of
relieving this discomfort, apart from prevention, have been studied. Possibly more
judicious use of local anaesthetic spray applied to the throat may help reduce the level of
discomfort related to use of this tool. At the very least, nurses need to recognise that the
ETT causes significant discomfort.

Prolonged bedrest was the other primary source of discomfort identified in this study.
Days and days of being restricted to bed, with the occasional move to a chair next to the
bed, is not conducive to comfort no matter how supportive the mattress or chair.
Nevertheless the participants reported that the nursing stafiF were particularly effective in
alleviating most of the discomfort caused by prolonged bedrest. Nursing staff used
repositioning and massage to achieve this. As the participants found massage to be such
an effective intervention for alleviating their discomfort, incorporating formal massage
training into continuing education for critical care nurses could be worthwhile.

Communication impairment, caused primarily by artificial airways, was identified as a
source of significant physical suffering. Although communication impairment is a
physical source of suffering, it is worth reiterating that it actually results in emotional and
psychological suffering. Pennock (1994) identified not being able to talk as one of the
two major stressors for intubated patients in the ICU. The participants of this study
stated that the nursing staff adequately compensated for their communication impairment
with the use of communication aids and the use of alternative means of communication.
This reduced some of the suffering caused by their inability to talk because most of the
suffering is caused by the communication impairment and if communication is adequately
facilitated the level of suffering is reduced. This raises a major distinction between this
study and previous research. Pennock (1994) identified numerous events that took place
in the ICU that were distressfiil to patients but did not identify measures that were
implemented to diminish the distress, whereas, both the sources of communication
impairment and the measures implemented to reduce the related suffering have been
identified in this study. The implication to future practice of this finding is that critical
care nurses need to understand the importance of communication to intubated patients.
This heightened understanding should, in turn, lead to an increased utilisation of
communication aids and alternate means of communication, such as writing, for
intubated patients.

The feeling of being critically ill was one of the most intense forms of physical suffering
identified by this study. In some cases it overshadowed all other forms of suffering. One

participant felt so poorly, due to the debilitating elBfects of her illness, that she lost all
hope of recovery and wanted to die rather than continue living with her illness. Most
other researchers have discounted the potency of illness as a stressor in the ICU. Instead
they have focussed on various aspects of the environment and sensory phenomena as the
primary stressors. It is important for nurses to realise that the main source of suffering,
for patients in intensive care, is their illness. Other things will cause stress and suffering
but the stress and suffering of illness will usually overshadow all else. Therefore any
means to reduce the suffering related directly to the patient's feeling of illness such as
administration of pharmacological sedation should be pursued.
Patients often become incapacitated in the ICU however on occasions they are so heavily
sedated that they are not conscious of their incapacitation. Just as often they are fully
conscious and aware of everything around them. Ruppert & Meisel (1996) assert that
patients in the ICU feel poweriess. If this is true then surely patients who are
incapacitated during their ICU stay would feel powerless. However none of the
participants of this study reported feelings of powerlessness. Possibly this is a reflection
of the standard of nursing care in the ICU that the participants stayed in. For example,
participant 07 stated that she had to have everything done for her yet this did not make
her feel powerless. Therefore the ICU staff must have cared for her in such a way that
she retained a semblance of control over her situation. Further studies into thisfieldof
nursing care may unearth specific nursing measures that enable patients, who are
incapacitated, to maintain a feeling of control over their situation.
Some patients experience severe emotional distress in the ICU. Participant 09's illness
had a particularly rapid onset which necessitated admission to the ICU. The speed of
onset coupled with the severity of the illness lead to severe emotional distress. Many
patients follow a similar trajectory into the ICU and, therefore, may have a similar
emotional reaction to participant 09. By treating her with kindness and compassion, and
by being present when support was needed, the nurses eased participant 09's emotional
distress. Herfi-iendsalso provided strong emotional support which she considered to be
very important. The implications of this are that by adopting a caring compassionate

attitude, and by being attentive to the patient's emotional needs, nurses can provide
significant emotional support. Nurses in the ICU also need to be aware of the role that
patients' fiiends and relatives play in relieving emotional distress and should consider this
highly in developing visitation policies for the ICU.
The suffering that accompanies critical illness and intensive care can become so
overwhelming the patient can lose all hope of recovery. Suffering of this intensity strikes
right to the core of a person's soul and erodes their will to live. It is, therefore, a very
dangerous state for a patient to reach when fighting a critical illness. Participant 02
became so debilitated by her illness that, at one point, she wanted to die. She lost all
hope of recovery. Remarkably, a conference between herself, her family and ICU staff
broke her state of hopelessness and her condition improved steadilyfi-omthat point on.
A popular belief amongst nurses is that patients sometimes lose their will to live and, in a
sense, will themselves to death. It is impossible to measure the relationship between
willpower and recovery. Certainly participant 02 believed that reestablishing her will to
live was essential to her ultimate recovery. Whatever the truth may be, it seems that the
will to live is an important factor for survival from critical illness. Nursing staff in ICU
need to monitor patients' emotional and spiritual well being and, where appropriate,
implement strategies to ensure they retain a healthy measure of hope and a strong will to
live.
ICU syndrome is another phenomenon included in the subcategory entitled spiritual
suffering. It is included in this subcategory because the suffering associated with the ICU
syndrome is so profound that it penetrates to the very core of the patient's being. In
essence, the patient experiences temporary insanity for the duration of the syndrome. The
implications for nursing practice are that nurses in ICU need to be aware of the high
incidence and seriousness of this condition. Easton & MacKenzie (1988) report that
between 12.5% and 38% of conscious patients, admitted to critical care units, experience
symptoms of ICU syndrome that go unrecognised by nursing staff Considering the
relatively high incidence, and the fact that participant 04 reported that his experience
with ICU syndrome was the worst experience of his life, nurses need to be able to
recognise the symptoms of ICU syndrome. Once diagnosed, the environment needs to be

tightly controlled to limit potential noxious stimuli, such as disturbing music or flickering
lights. Participant 04 suggested that methods used by mental health nurses, in the
management of acutely psychotic patients, could assist ICU nurses in managing patients
suffering from ICU syndrome. Future studies could examine the methods used by mental
health nurses to care for patients suffering from acute psychosis and assess their utility to
patients suffering from ICU syndrome.

Fear and Anxiety
Based on this study it appears that fear and anxiety are integral to the experience of
critical illness and intensive care. This finding accords with the findings of previous
studies (Komfeld et al 1965, Sveinnson 1975, Schroeder 1971). Nevertheless certain
views abound in the literature that were not substantiated in this study. The first popular
misconception is that admission to ICU instantly precipitates anxiety and apprehension in
all patients (Schroeder 1971). Whereas this may be true for some patients admitted to
the ICU, most of the participants of this study actually felt relieved and reassured to be
admitted to the ICU because it was the only place where they believed they could be
adequately cared for. Gries & Fernsler's (1988) study findings support this finding. Gries
& Femsler (1988) reported that several patients in their study were relieved to be
admitted to the ICU and connected to a ventilator because it relieved their acute
respiratory distress. The second popular misconception regarding fear and anxiety is that
the abundance of technology in the ICU makes the environment of the ICU fiightening
and intimidating (Schroeder 1971; Cooper 1993). None of the participants of this study
expressed fear associated with this feature of the ICU environment. On the contrary,
reactions to the machinery of the ICU ranged from reassurance to ambivalence and
included fascination. The third and final misconception, in relation to fear, is that most
patients with critical illness are terrified of dying (Ruppert & Meisel 1996). The findings
of this study suggest that, to the contrary, most patients who are critically ill are not
concerned by the prospect of death. Instead, some feel so sick that they wish to die and
yet others remain oblivious to the seriousness of their illness until the crisis has passed.
During the critical phase of illness in the ICU, the patient experiences little fear. It is not
until they are on the road to recovery that they become frightened and concerned.

One of the most potent precipitants of fear in the ICU is a perception of incompetence in
the ICU staff. Several participants recounted instances of becoming quite frightened
because the nurse that was caring for them on a particular shift appeared not to be
entirely competent. Patients in the ICU can be quite perceptive, especially when they
have spent enough time there to adapt to the routines and nuances of the ICU. The
implication to nursing practice here is that nurses need to be aware that patients can be
very perceptive and it is in the best interests of the patient that they at least appear to be
competent. New stafiF to the ICU pass through a learning phase prior to reaching full
competence. It is important that they disguise their inexperience as much as possible
during this learning phase to avoid inducing fear and anxiety in their patients.
Alternatively, preceptor programs should be implemented in all ICU's to ensure that
novice nurses have experienced, competent nurses guiding their practice. Patients could
then be reassured by the preceptors that although their nurse may be inexperienced they
have an experienced nurse monitoring their practice.

The other implication to nursing, stemming from patients' recollections of fear, is that
nurses need to be able to recognise fear, anxiety or apprehension on an individual basis.
Generalities about the sources of fear in the ICU, which currently abound in the
literature, are unhelpful and misguided. For some patients, the prospect of being
intubated and ventilated will cause tremendous fear and anxiety. However, for someone
suffering from a chronic respiratory disease it can be a great source of relief and may
actually quell a great deal of their fear and anxiety. Therefore, nurses need to have the
requisite assessment skills to enable them to recognise fear and anxiety and a sufficient
repertoire of strategies to enable them to respond appropriately. These strategies will be
largely centred around the application of compassionate, caring behaviours to be
discussed later in this chapter.

Coping Strategies
Ruppert & Meisel (1996) consider patients in the ICU to be poweriess over their
situation and circumstances. The participants of this study told a very different story.

Physically they were unable to exert much control over their situation, but this did not
necessarily make them feel that they were totally disempowered. Several participants
described how they used their willpower to internally accelerate their recovery. Another
described using her willpower to influence the way she was managed by the ICU staff.
Although it is difficult to verify or quantify the existence of willpower, the fact that
former patients believe they were able to exercise a measure of control over their
situation in the ICU, seriously challenges the notion of poweriessness. Further research
needs to be done on the relationship between willpower and recovery. In the meantime,
nurses need to be aware that some patients use willpower to combat the suffering of
critical illness and intensive care and should nurture the use of this strategy by their
patients.

Acceptance is another internal coping strategy identified by this study. Most of the
participants generally accepted the physical suffering they experienced in the ICU and
thereby stopped the physical suffering from triggering further emotional or spiritual
suffering. Some of the participants were unable to accept their physical suffering and
became distressed, frustrated and in the worst case suffered hopelessness. Antecedent
theories, as previously mentioned, are based on the notion of stress. These theories assert
that the ICU is dominated by a multitude of stressors which act in a cumulative manner
on patients. The more stressors experienced, the more stressed the patient becomes.
These theories portray the patient as an impotent victim and fail to acknowledge any
defences that patients may use to combat stress. This theory, on the contrary, highlights
the strategies that patients use to cope with the suffering they experience. They are
active rather than passive players in the game of intensive care. Acceptance is an active
coping strategy employed by patients in the ICU. It enables them to break the cycle of
suffering, at least temporarily, thereby stopping one actionfi-omleading to further
suffering. The implication to nursing is that nurses in the ICU need to understand the role
of acceptance as a coping strategy and need to be able to counsel patients to use this
strategy at appropriate times. Schroeder (1971, p.29) states that if staff provide simple
explanations and constant reassurance "a surprising number of patients do accept the
reality of the intensive therapy environment quite calmly and do not need sedative

dmgs.'

The support received from family and friends was the primary external strategy that the
participants of this study relied on to help them cope with the suflfering they experienced.
The emotional support provided by nursing staff was of benefit, but it was not as
beneficial as the support offered by family and fiiends. Nurses need to consider this point
in developing visitation policies for the ICU. For the patient's benefit and for their own
benefit, family and fiiends need to be given maximum access to the patient in the ICU.
Nurses need to find ways to involve family and fiiends in the care of the patient to make
them feel like they are contributing to the patient's wellbeing . If family and fiiends can
be used in this way they will feel more welcome and useful and they will be of maximum
benefit to the patient.

Intensive Care
The participants of this study were very positive about the care they received whilst in
the ICU. The positive properties of care identified include: attentiveness; compassion;
professionalism; excellence and humanity. Most previously written theories have
focussed on the shortcomings of care delivered in the ICU, rather than examining the
types of care that patients consider to be of benefit. The compassion and attentiveness
that characterised the care received by the participants of this study humanised their
experience of intensive care.

Brown and Dooley (1996) assert that there is often a lack of caring behaviours displayed
by nurses in the ICU which resuks in depersonalisation and dehumanisation. Brown and
Dooley are American writers and may be reporting a problem particular to the American
context. Certainly, the participants of this study believed that the care they received in
the ICU actually humanised rather than dehumanised their experience. Specific activities
that humanised the ICU experience were those ordinary, mundane procedures related to
personal hygiene such as hair washing and tooth brushing. Nurses who work in ICU
need to understand the importance of these acts to patients' morale and realise that
physical acts and gestures communicate concern and compassion much more deeply than

words.

Another group of actions that enhanced this process, of humanisation, were the
complements dispensed by ICU staff Complements were one of the therapeutic
interactions fondly recounted by the participants of this study. In fact, all positive
interactions, recounted by participants, had therapeutic effects. This positive element of
communication is actually in stark contrast to the findings of former studies. Salyer and
Stuart (1985) stated that nurses, observed in their study, were unable to recognise, or
accept, the individual needs of theh- patients. Noble (1979) concluded that most verbal
communication carried out in the ICU is more disturbing than therapeutic. The
participants of this study considered the communication they had with staff to be mostly
therapeutic. Specifically, they reported that, the staff communicated in an open and
inclusive way with them most of the time. An important implication for nursing practice
is that nurses in ICU need to ensure that they include the patient, as much as possible, in
bedside verbal communication. An understanding of the value of complements and
encouragement to patients' morale will also have positive benefits for patient care.

Interpretation is another therapeutic interaction with implications for nursing practice.
Participants reported that when the ICU team, comprised mostly of doctors, assessed
their condition and reviewed their management, the ensuing discussion was mostly
unintelligible to them. After the team had moved on to the next patient a nurse would
then interpret the main points of the discussion to them in a language they could
understand. The participants were very appreciative of this service because it kept them
informed of their condition, which thereby increased their confidence and trust in the
ICU team. The more inclusive the process of care, the more relaxed and cooperative the
patient will be.

Perceptions
The busy nature of the ICU has been portrayed as being very noxious to the patient in
the form of sensory overioad (Hudak et al 1990, Novak & Novak 1996, Bell 1994). The

participants of this study had mixed reactions to the perpetual action of the ICU. Some
patients interpreted the perpetual action as meaning that there were many critically ill
patients around them. Others found the action to be entertaining and said it made the
time pass quickly. No one described it as a noxious element of the ICU. The proponents
of the sensory overioad theory contend that the perpetual action of the ICU is disturbing
and stressfiil to patients and that it can lead to more serious conditions such as sleep
deprivation and ICU psychosis. The participants of this study considered it to be a minor
nuisance at worst and entertaining at best. Further research into the veracity of the
concept of sensory overload needs to be done on the basis of these findings.

Timelessness is a concept similar to the concept of desynchronisation proposed by
Novak and Novak (1996). The participants of this study said they lost track of time
because the environmental synchronisers, such as daylight and work routines, were
absent in the ICU. According to Novak and Novak (1996) the loss of environmental
synchronisers results in changes in the relationships between various ckcadian rhythms
and, ultimately, desynchronisation. Desynchronisation can lead to sleep deprivation,
confusion, irritability and ICU psychosis. The participants experienced all these
symptoms in varying degrees. Assessing patients' normal environmental synchronisers
and providing these, where possible, may be one way of counteracting the adverse
efifects of desynchronisation. For instance, a large clock could be positioned in the
patient's range of vision and television or radio programs, that the patient is familiar
with, could be played to promote synchronisation. Architectural changes, to
accommodate large windows and natural lighting, need to be incorporated into the
standard specifications of fiiture ICUs to provide access, for patients, to the natural
synchronisers absent in many existing ICUs.

Similar to timelessness is the sense of disconnectedness that many participants in this
study described. The ICU is such a self contained, discrete architectural unit that patients
feel totally disconnected from the outside world. Furthermore admission to the ICU is
often a very sudden event in which the patient is literally ripped fi-om his/her normal
pattern of life and subjected to the trials and tribulations of intensive care. Often the mind

recovers much faster than the body and the patient is left to reflect on what is happening
in their world whilst their bodies keep them trapped in the ICU. Disconnectedness can
only be fiilly rectified through recovery and a resumption of normal life. Nurses may be
able to assist their patients to cope with the feelings of disconnectedness by encouraging
them to ventilate their feelings. Encouraging visits by family, fiiends and workmates may
also help them reestablish a sense of connection and thereby diminish the frustration of
disconnectedness.

Legacy
Some of the participants of this study described significant changes in the way they
viewed life and death resulting from their ICU experience. These changes have been
termed mortality consciousness and priority reappraisal and have been grouped into a
category termed legacy. The legacy of intensive care is a result of coming face to face
with the reality of death. Clark (1993) considers that patients who face a life threatening
illness confi-ont the reality of death which triggers an intense anxiety reaction. Clark
describes the immediate psychological effects of confronting death but fails to address
the consequences of these psychological effects over a period of time. Over a period of
time the anxiety can be replaced by a deep consciousness of the person's own mortality.
This is often the first exposure to the reality of death and it can have a profound
influence. The influence can be so profound that the individual feels compelled to
reappraise their priorities in life in an effort to focus on that which is most important.
These changes are spiritual rather than psychological in nature. Very little has been
written about the spiritual needs of critically ill patients, in particular the spiritual needs
of the survivors of critical illness. The implications of these findings, to intensive care
nurses, is that patients may need to talk about the effects of their more intense
experiences in ICU. The participants of this study were very willing to talk about their
experiences and said that they had not been given the opportunity to talk about such
experiences whilst they were in the ICU.

Conclusion
In the preceding chapter, the theory resultingfi-omthis study has been discussed and the

implications to nursing practice outlined. This was an exploratory study resulting in an
integrated theory of the total experience of the ICU experience. Being an exploratory
study, many phenomena have been identified which require further examination and
analysis, such as: caring behaviours that prevent feelings of powerlessness in ICU
patients; or the relationship between willpower and recovery. The similarities and
differences between this and other theories have been explored. This theory is similar to
other substantive theories through the conceptual overlap between the concepts of stress
and suffering. The major difference, between this and other theories, is that it includes
factors that diminish suffering as well as features of the experience that contribute to
suffering and it integrates nursing actions and caring behaviours with the experience of
suffering. The implications of this theory to current nursing practice have been identified
wherever possible in an attempt to construct a model of patient centred care for the ICU.
Much of the nursing care in the ICU studied is already patient centred, which may reflect
intensive care nursing practice in the Australian context. Nevertheless this study suggests
there is a need for ñirther research to continue the development of a model of patient
centred care for intensive care nursing.

CHAPTER 6
Conclusion
Summary
The primary purpose of this study was to explore the experience of being a patient in the
ICU. The grounded theory approach was used because it offered a rigorous and
systematic method which enabled the researcher to develop a theory which is grounded
in hard empirical data. The experiences of former patients of one ICU were examined
through the process of in-depth interviewing and medical record reviewing. The data
was analysed according to the tenets of the grounded theory approach as described by
Strauss and Corbin (1990). Other aspects of the methodology used in this study have
been outlined, in detail, in chapter 2.

The theory that emerged jfrom this study has been expounded, in detail, in chapter 3.
However, to summarise, the experience of ICU from the patient's perspective as
identified in this study was dominated by suffering. The participants suffered a range of
physical, emotional and spiritual phenomena which varied in scope and intensity
depending on: the severity of ilhiess; length of stay; the invasiveness of therapy; the
response to therapy; the effectiveness of their coping strategies; and the extent of then*
adaptation to the ICU environment. They also experienced a degree of fear ranging in
intensity from mild apprehension to an intense fear of dying. In order to withstand the
fear and suffering of the ICU experience, they used a range of internal and external
strategies to cope with the adverse aspects of the ICU experience. The coping strategies
identified in this study include: willpower; faith; acceptance; and social support.
Additionally, over time, several of the participants underwent a process of adaptation.
Primarily this process involved a shift from a state of incomprehension and ineffability to
a state of comprehension in which their understanding and acceptance of the situation
was enhanced. Furthermore, the care received from staff in the ICU helped reduce the
level of suffering that they experienced. This care was characterised by compassion,
attentiveness, humanity and professionalism and resulted in comfort and painlessness.

Outside the realm of suffering and care, were the perceptions of the ICU environment
recounted by the participants. These perceptions included: timelessness;
disconnectedness; busyness; and the dominance of technology. Furthermore, several
participants recounted recollections of perceptual disturbances which included delusions
and hallucinations. The outcome of the ICU experience, apart from further life, for a
proportion of the participants was a heightened sense of mortality and the experience
served as a catalyst to reappraise their priorities in life. This outcome was termed the
legacy of the ICU experience and was the final category of experience which emerged
from this study.

In chapter 4, the literature relevant to the experience of intensive care was reviewed.
Most of this literature focussed on the effect of the ICU on patients rather than patients'
recollections of what they experienced in the ICU. The predominant view is that the ICU
is a noxious environment with very few redeeming features. Several studies have
focussed on patients' recollections and these present a more balanced view of the
patient's experience of intensive care. The results of this study bore similarities to the
results of most of the other studies reviewed. Features of the ICU experience which
contributed to suffering, such as breathlessness and fear were identified, just as factors
that diminish suffering such as intensive care and therapeutic interactions. Many minor
differences between this study and others have been identified in chapters 4 and 5. The
major difference between this study and others is that whilst other studies focussed on a
specific feature of the ICU experience, the theory that emerged from this study offers a
holistic view of the total experience of intensive care.

Implications for Practice and Future Research
The implications of the theory, which emerged from this study, to the practice of nursing
in the ICU have been discussed in chapter 5. In summary the implications for practice are
that the patient's perspective of his/her experience is central to the effective delivery of
nursing care. In other words, the delivery of optimal nursing care in the ICU is
dependent on knowledge of patients' experiences. The more nurses know about patients'
perspectives of their experiences the better the nursing care they can deliver. Many

aspects of patients' experiences that could be better dealt with by nurses have been
identified in this study, for example: breathlessness. Certain nursing interventions that are
particularly effective, such as massage in relieving discomfort, have also been identified.
Furthermore, properties of effective nursing care, such as attentiveness and compassion,
have been identified and can only advance the development of a model of patient centred
care for the ICU.

A Direction for Future Research
As this was only an exploratory study, fiirther research, using these findings as a
springboard, is warranted. To widen the scope and generalisability of the theory, more
patients should be interviewedfi-oma number of different ICUs. This study has identified
two major subsets of patients- namely short stay and long stay patients. Any fiirther
research in this area, should examine the similarities within and the differences between
other subsets of patients, such as trauma victims and elective surgical cases. Also the
differences between the experiences of patients from one ICU to the next will highlight
the importance of nursing care to the overall experience. Different ICUs have different
standards of care, different nursing care delivery systems and different philosophies of
care and it is important to investigate how these differences impact on the experiences of
patients.

Whatever directions are taken in fiiture research in this area, focussing on patients'
experiences can only fiirther the advancement of patient centred care. Advancing the
practice of patient centred care will improve the standards of nursing care delivered
within ICUs which must ultimately improve the experience of intensive care for all
patients.
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APPENDIX D
INTERVIEW TRANSCRIPT

PARTICIPANT 02 - 19/8/1995
General discussion about buying a dictaphone.
*AC
Anyway, can you tell me a bit about why .... what brought you to hospital in the first
place?
*02

Well I had a breathing problem.
*AC
Mmmm Mmmm.
*02

And I got so ill that I went to urn ... the doctor came .... I had three lots of antibiotics ...
*AC
Mmmm Mmmm.
*02

... (inaudible) there's nothing else I can do for her ... so he said hospital is the next thing
because my husband didn't know how I would feel about that. But I was so ill I said I
didn't care what they did with me.
*AC
Mmmm.
*02

So they, they .... that's when they sent me to St Vincents and I was there for a couple of
weeks but I wasn't getting any better.
*AC
Mmmm Mmmm.
*02

And they put me into ah ... some care bed .... I forget what it was now and they wanted
to send me to Intensive Care but they didn't have a bed there so they transferred from
there to here.... to St George.
*AC
With your breathing problem. Because of your breathing problem.
*02

Yes, they didn't know whether I had pneumonia ...
*AC
Mmmm Mmmm.
*02

and they still don't really know whether I had pneumonia or whether it was some
kind of influenza type ....
*AC
Oh really.
*02

Yes.
*AC
So they're not sure of....
*02

They're not sure yet what it was.

*AC
Oh dear.
*02

Yes, yes.
*AC
So you must be one of those people .... there's been a lot in the press about
*02

Yes.
*AC
urn .... people being admitted to hospital with the flu and developing pneumonia type
*02

Even here
*AC
.... sickness.
*02

.... they said the same thing. They still didn't know if it was pneumonia or not and there
was two doctors at ah .... one of the head doctors at St Vincents and the doctors here.
So they still, they still not quite sure. They said they thought it was some kind of
influenza....
*AC
MmmmMmnim.
*02

.... thing you know so .... a bit of a mystery.
*AC
Mmmm Mmmm. And do you remember being transferred?
*02

Vaguely.
*AC
Vaguely.
*02

I remember being in an ambulance or a car of some kind. But very, very vaguely.
*AC
Ah hah. You were very ill at that stage.
*02

Oh yes, yes. Very, very ill.
*AC
Mmmm Mmmm. Had they intubated you at that
mouth at that stage.
*02

Oh no, no.
*AC
No.
*02

That wasn't done until later.
*AC
Right.

had they put the tube into your

I fought them over that see, that's the thing. And they brought my son from England.
Well my husband sent for him. My daughter was here and they discussed it all with the
doctors. They weren't quite sure whether I should have it done or not you know, I
fought them over it anyway and in the finish they did talk me into it you know.
*AC
MmmmMnunm.
*02

And apparently my son had been in touch with a doctor friend of his over in England and
he said let the doctors get on with their job.
*AC
Mmmm.
*02

So um ... ah .... and they finished up ... cause at that time I didn't care what happened to
me. I was so sick you know.
*AC
Mmmm. Why did you fight them over the tube?
*02

Well I just didn't, didn't want to be here anymore you know I was so sick and I know ... I
realised after but it was just that I was so sick that I just didn't think I was ever gunna get
over it anyway....
*AC
Mmmm Mmmm.
*02

.... and then um .... they had a good round the table conference with the doctors and
everything and I, I finished up saying yes and ah ... they gave their consent for them to
doit.
*AC
Good, good. Um ... so you were transferred over here by ambulance and you arrived in
Intensive Care .... can you tell me about what it was like initially when you ... when you
came into Intensive Care?
*02

Well look I couldn't remember really to tell you the truth.
*AC
Mmmm Mmmm.
*02

To tell you the truth I (inaudible) I got a bit of an idea later on you know and I just
wondered where I was because there's such a lot going on and lights and .... I knew
people were very ill.
*AC
Mmmm Mmmm.
*02

But I was so ill myself that I don't really .... I didn't really comprehend very much at all
for a little while.
*AC
Mmmm Mmmm. Mmmm Mmmm.
*02

But then after a little while I started to get that I knew that I was on Life Support
Machine....
*AC
Mmmm Mmmm. So you had a tube in your mouth by this stage.
*02

I had .... yes, yes.
*AC
Yes. So you must have been getting a bit better ....
*02

Yes, yes.
*AC
... with the .... with that and that was um ... so that was when your memory
*02

Yes, yes. It wasn't very pleasant. I didn't like it...
*AC
No, no.
*02

... but um ... but I accepted the whole situation.
*AC
MmmmMmrnm.
*02

But that's how it had to be.
*AC
Mmmm Mmmm. When you say you didn't like it... what didn't you like about it? What
was
*02

Oh well... my throat was sore, my ears were sore. Every time I swallowed you know ....
but they tested my ears and there was nothing there. I suppose it was just the soreness
from everything really.
*AC
Mmmm.
*02

And then I didn't like the tube they put in to ... to suction you you know
*AC
MmmmMmrnm.
*02

.... I hated that. I really .... every time they came near me I hated it you know and that's
why they said you don't like this and I said yeah but you havn't got to have it. But then
anyway after a while I even got used to that you know.
*AC
Did you?
*02

Well I did because I knew that it was ah
*AC
Helping you.
*02

doing the job. Mmmm.

*AC
Mmmm Mmmm. Mmmm Mmmm. Mmmm, that's amazing cause it's ... it is very ....
*02

Oh it's
*AC
.... ah I've nursed in Intensive Care for quite a few years and, and urn I know what it's
like.
*02

Yes, yes.
*AC
Most patients hate it. Hate being suctioned. Hate having the tube in.
*02

But in the finish I did used to say ... they said do you want a suction on you that I had
you know ... sputum there and I'd say yes so ....
*AC
Mnimm Mnimm.
*02

... in the finish I just, I just took it as a matter of course.
*AC
Mmmm.
*02

Not that it was very pleasant
*AC
Mmmm Mmmm. So how long approximately did you spend in intensive care?
*02

16 days.
*AC
Mmmm Mmmm
*02

I was in bed most of . .nearly all the time.
*AC
Mmmm Mmmm
*02

Yeah, I sat up, I think, about the last 4 days in a chair 4 or 5 days and I gradually got
better and better and then I started breathing on my own and I breathed on my own for 2
days and that was when they said they thought they could put me into a ward which they
did.
*AC
Was that a good feeling, were you happy about that?
*02

Oh yes, oh yes. I knew I was getting better once they said that. And I mean down there
(inaudible) and I was getting better. You know like and I could see that they were so
busy with everybody and I felt to a certain extent that I was in the way a little bit, you
know, not that I wanted the attention because I didn't need it, but if I did need anything I
knew they were there for me anyway, you know. They were all very good, all very nice,
yes.
*AC

Can you remember any of the nurses?
*02

Oh yes, I can't remember them by name.
*AC
No, no, no that's okay.
*02

But er, there was 2 of them did come up and see me. Kerry was one, there was another
lass called Robyn I think her name was. She came up and saw me. Dr um ... the
(inaudible) Dr um Cole yesterday and she said that she'd like me to go down to ICU
before I go to St Vincent's so that they can. . .she said it gives them a bit of a boost to
then- morale to see somebody going home sort of thing, you know and um I think was
there, there was quite a lot of them I knew by site and not by name, but they were all
very very nice they couldn't be nicer. Like the wards men and the big fellas that lift you
up in the recline thing you know. Yeah, I know I had wonderful attention.
*AC
So you got on well with all of them?
*02

Well there was only one chap I wasn't very fussed about. But as I say you always meet
one don't you.
*AC
Oh absolutely.
*02

Yeah
*AC
Yeah.
*02

No, there was only the one. He was the only one the rest were all wonderful, really
wonderful. Some were better than others. You know, one lass washed my hair for me
and another one did and they do things differently, like different ones do things
differently, but as I say they were all very kind and everything, so I couldn't say anything
about them in that respect, you know.
*AC
Good, so things like having your hair washed and..
*02

Oh yes.
*AC
Did they make a big different?
*02

Well it did, it did, once I felt well enough you know and then one of the lass's the
funniest thing. Oriamah her name was and she was a plumpish girl with beautifiil dark
Auburn red hair, long hair. She came in to wash me this morning, you know, and er "oh
we've got make-up in the bag" she said. So she made my face up. And of course I
hadn't had make-up on since I was in there you know. Of course they sit me in the chauand er everybody's walking past and even Dr Cole I surprised. I don't know if you know
Dr Cole do you, the lady Dr? She's a lovely person, she's inclined to be a bit serious, but
she's not really you know what I mean?
*AC

I think I know her. I only worked there for a. . .
*02

She wears glasses, slim lady, you know?
*AC
Yeah, yeah, I know her, I know who it is.
*02

And she walked past and of course she always smiled and said hello and she went "that's
how you look" she said "when you're not sick" you know. So of course that was a bit of
turning point too. So even that little bit helped, you know.
*AC
So you think that was positive?
*02

I think that was positive, yeah, cos she spotted the make-up in the bag see. She said oh
we'll do something with this she said. So she put a bit of powder on me and a bit of lip
stick and then from then on I started doing it myself
*AC
Oh good.
*02

Yes yes so that gave me a bit of a boost.
*AC
Mmm, absolutely. And what about being in bed like day after day after day.
*02

Yes well that got to a point were it was alright if they turned you, you know. Like
because you get sore from being on the (inaudible) always, you know, you've got your
heart monitor and you've got the tubes and another thmg I found was that nobody
seemed to be able to work that tea bar thing, it kept falling off all the time.
*AC
Oh, on your tracheostomy.
*02

Yeah, I had bows and I had. . .and this girl, this night she said I said I'm choking, it's too
tight. She said no it's not. I said you haven't got it on. They had me strapped up. . . and
I said to my husband you'd think they'd be able to get something that would stay on.
You know it just kept dropping off. But it was in the finish it got to the stage were I put
it back myself you know.
*AC
Laughs. So that was annoying?
*02

Well it was really and then someone would come and they wouldn't know how to work
the equipment, you know and I thought like you'd think that they would all know the
same thing if it was the same equipment, you know. That began to get to me a little bit.
*AC
In what way?
*02

Um ... well I thought do they know what they're doing, you know. It's a little bit
frightening to know like they'd say how do you do it and one girl apparently, I don't
know which lass it was, she didn't have apparently something to do with the ventolin has
to have moisture in it or something and she hadn't put the moisture in it and I knew

myself I could tell by the. . . it was dry and I tried to explain it to her, but she wouldn't
take any notice of me because I mean I was only a patient like she was the nurse.
Anyway apparently one of the, from what I can remember, one of the elder sisters she
happened to see something, she came over and she rectified it, you know, but that was
the only time I could see anything like that happen, but it was a bit unpleasant them sort
of not knowing what the equipment was all about, you know.
*AC
Understandably, yeah cos you rely on some of those things.
*02

And I thought gee do they know what they're doing and my husband every time he sees
it 'why can't they find something' he was there every time it would fall off and (laughs). . .
*AC
Yeah from memory it is a problem having the T piece with the tracheostomy.
*02

Yes, I mean once they put that filter one on. It's like a little green.. .well that was alright
because that stayed on it seemed to fit firmly, you know, the little 5 things it's a filter isn't
it?
*AC
It's called a humidifier. It's for um when you've got a tracheostomy you need . . . the air
that your breathing in isn't filtered, isn't moistened so it does that job.
*02

Yeah, well that seemed to fit right it didn't fall off. It was only these other ones and all
these other things they had hooked up and everything, you know. But I did think that a
good idea was having the machines behind you so you couldn't see what was going on.
*AC
Ah so you preferred not to be able to see that?
*02

I preferred not to see that yes yes.
*AC
Now, being on the ventilator, being on that life support system you said that that was
you know a bit scary having people sometimes not seeming to know exactly how to
operate that. Um was it scary being on that. Or what was it like being, having a machine
doing the breathing for you?
*02

Well, at first I didn't really understand it, but I got to a stage were I really, really needed
it and there was one night when they wanted my to try and go all night without it, but I'd
been up from 8 o'clock in the morning in the chair until about 8 at night and it was about
II o'clock and I still hadn't had the machine, but I was so tired I had to ask them if they'd
put it on, so they did. Anyway the next day I didn't have anything at all and that was
when they decided I could come to a ward. They said they'd give me another 24 hours
or 12 hours and if I breathed on my own that I could come to the ward and that's when I
came up here.
*AC
So you can't really remember much of being on the. . .for 8 hours?
*02

I can remember the machine being there and I can remember a sort of a sort of, it wasn't
a clicking sound, it was a sort of a beat, you know, yes yes.

*AC
Yeah, yeah, but you couldn't actually, you don't recall physical sensation? Is this
machine breathing for you and. . .?
*02

Oh no, no, no, no, no, no, no, not at all.
*AC
Oh that's good isn't it.
*02

Not at all.
*AC
Mmm mmm because it would seem sometimes when you're nursing people that that's an
unpleasant sort of situation.
*02

No, I didn't feel that at all. Actually it was rather a safety thing I felt, particularly that
night when I was so tired. I was trying to go through the night and I thought no well
this is a bit silly. So I just rang the bell and I said could they and they said no Dr said it's
alright if you want it you can have it and then I just went to sleep and I was okay. With
that, you know.
*AC
Mmm Mmm, good.
*02

I was a bit uncomfortable all the time with all the, you know, polynate, you've got all
these leads and all this kind of thing and you're turning over and you've got leads
everywhere, all over you sort of thing and once they just took everything away, you
know, it was really good.
*AC
Did that give you a feeling of safety, you having all these leads on and knowing that
there's, you know this monitor there and that there
*02

Oh I think it gave ... the, the ... not so much the heart monitor but the other one did.
*AC
MmmmMmmm.
*02

You know, cause you knew that that was breathing for you sort of thing you know.
*AC
Yeah.
*02

Yeah.
*AC
Um ... can you remember um ... you say being in bed was, was uncomfortable and, and
but it was better if they turned you regularly ....
•02

Yes, yes.
*AC
What was it then like getting out of bed and, and being in the chair? Was that a big
difference?
*02

Oh I thought it was great.
*AC
Yeah.
*02

(chuckling) Thought it was wonderflil.
*AC
Mmmm Mmmm.
*02

Yeah, yeah and I stayed up for a few hours and then they put me back and then I was up
for maybe 8 or 9 hours a day in the chair ....
*AC
Mmmm.
*02

cause they were lovely comfortable chairs.
*AC
Mmmm. They're Jason recliners
*02

Yeah, yes,yes.
*AC
I've slept in them many times (chuckling) (inaudible).
*02

I was quite happy, I was quite happy there you know, with that so ....
*AC
That's good. And, and we tend to think it does have a big affect on morale and
*02

Oh yes, yes.
*AC
.... and um, and it's good to know that, that it does have a big affect on morale.
*02

Yeah, yeah.
*AC
Did it, did it sort of make you feel that you were getting better and you were getting
closer to leaving.
*02

Well I felt I was getting better at least, at least I was out of bed you know and you're
using different muscles.
*AC
Mmmm Mmmm.
*02

All that time I was just laying there sort of thing you know.
*AC
Mmmm Mmmm.
*02

But ah .... I was glad to get up every day and get mto the chair.
*AC
Good.
*02

(Chuckling)
*AC
And did you get much positive encouragement from the staff in Intensive Care?
*02

Oh yes.
*AC
Yep.
*02

Oh yes, they were very encouraging.
*AC
Ah hah.
*02

Yes.
*AC
And do you think that's important?
*02

Well I think so. I think so. Yes. Yes.
•AC
Do you remember any of the other staff? I mean the nurses are obviously .. you've
mentioned some of the nurses and obviously ....
*02

Well there was Dr Bahari
*AC
Mmmm Mmmm.
*02

... he was wonderful. Obsoletely wonderful man. I don't know whether you know him
or not.
*AC
I do, yeah.
*AC
He was fabulous and there was ah ... I can't remember his name .... there was Dr Cole
and there's a big tall chap, I forgot his name now ... Cook is it?
*AC
Yeah, yep there's a Dr Cook.
*02

Dr Cook, glasses. Um ... then there was another tall grey headed gentleman
*AC
Mmmm Mmmm.
*02

... rather English.
*AC
Yeah, that's Alan McKeag.
*02

Oh yes. There was him and there's another young fellow I think. But they were the main
ones. And then I also met Dr Bahari brought a Belgium Professor in one day ....
*AC
Ah hah.

... and he was
he had a few words with me you know.
*AC
Actually he's ... I believe ... ah, ah a work renown expert on um lung mjury.
*02

Oh really.
*AC
Mmmm.
*02

Yes, well I was introduced to him.
*AC
Oh right.
*02

Yes, yes so .... just trying to think of his ....
*AC
Dr Bahari's got a very um ... um ... good international reputation.
*02

I believe, I believe he has. Yes somebody told me that.
*AC
Mmmm. He does a lot of research.
*02

(inaudible) wonderfiil attitude.
*AC
Mmmm Mmmm.
*02

Well his attitude v^th patients was absolutely marvellous.
*AC
Good.
*02

So positive and....
*AC
MmmmMmmmm.
*02

.... you know made you feel good. He walked past me one day and said you're beautiful
*AC
(chuckling)
*02

.... you know like, just sort of gives you that little bit of a boost you know.
•AC
Mmmm Mmmm.
*02 the others were all very nice and I couldn't say anythmg wrong about them you
But
know.
*AC
Ah hah.
*02

Yeah, no the staff and the nurses and the doctors.
*AC
What was it about Dr Bahari his manner, apart from saying you're beautifiil (inaudible).
*02

Oh it was just the way with him you know, like ... it's a bit hard to explain.
*AC
MmmmMmmm.
*02

It was just his whole attitude to everything you know. Very positive and ah .. very nice,
very friendly....
*AC
Mnimm Mnunm.

*02

.... like he'd shake hands with you and ...
*AC
Mmmm Mnunm.
*02

and I just think that... all the others (inaudible) but it was just that he sort of stood
out and I loved his bow ties.
*AC
(laughing)
*02

And when I had this first done, the girls down there drew a bow tie on mine ...
*AC
(Laughing)
•02

so we had a bit of fiin as well....
*AC
MmmmMmmm.
*02

which was good. It's all positive.
*AC
Yes, yes. I believe when Dr Bahari started on the first day that he came all the nurses
down there wore bow ties.
*02

Oh did they.
•AC
Yeah.
•02

Oh for heavens sake, he'd enjoy that.
*AC
(laughing)
*02

I can just see him enjoying that.
*AC
Yeah.
*02

Yeah and Dr Cole, she's very nice. She's a very gentle lady.
'''AC
Mmmm Mmmm.
*02

But they v^ere all very, very attentive. Very attentive.
*AC
That's good.
*02

Yeah.
•02

And ah ... do you remember the physiotherapists and
*02

Oh yeah, there was Debbie. She's lovely. She's a twin. She's gorgeous.
*AC
Mmmm Mmmm.
*02

And there was um... what's his name, he's an asian boy oh ... started with a... Kevin...
started with a K .... Kelvin....
•AC
Oh yeah, yeah.
*02

Kelvin ... ah and there was only two other vague ones. Because it was mostly.... I
think her name's Debbie
*AC
Mmmm Mmmm.
*02

... and Kelvin, they were the main ones that did everything with me.
•AC
And what was the, what was the physiotherapy like?
•02

Oh very good.
•AC
Mmmm Mmmm.
•02

They were very thorough.
•AC
Mmmm Mmmm.
•02
Both of them, yeah, they took me for little walks and ....
•AC
MmmmmMMmmm.
•02

.... all that kind of thing you know.
•AC
Mmmm Mmmm. Do you remember them
•02
Oh yes, I had all that. I had all the pattings and the .... aU that kind of thing. No, they

were very good. I couldn't say anything about them.
*AC
Oh good. And you didn't mind having the physiotherapy?
*02

Oh no, because I knew that's the only way I could get better really you know
*AC
Yep.
*02

to do everything like that so ....
*AC
MmmmMnunm.
*02

and they were all so nice about it. Which was good.
*AC
Now.... ah ... do you remember the nights much?
*02

Oh not really. I thought it was noisy.
*AC
MmmmMmnmi.
*02

But I mean of course when they're going about their business and your moving about
sort of thing you know. But at first I was a bit... as I say I was frightened.
*AC
MmnimMmmm.
*02

Because when you've never been in those circumstances before you just don't know
what's going on you know.
*AC
Mmmm Mmmm.
*02

Mmmm. So (chuckling)
*AC
That's totally understandable actually it's a very strange place to be in I thmk.
*02

But after a while, but after a while you sort of get used to it you know, to a certain
extent. I don't think you ever get really used to it.
*AC
Mmmm.
*02

But you sort of settle down and
*AC
Mmmm Mmmm.
*02

you know what's gomg on, you know.
*AC
So you think over a number of days you
*02

Yes.
*AC
... adjust to being there and
*02

Yeah, yeah.
*AC
that helps you to accept what's happening.
*02

Well I think so, yes, yes.
*AC
You relax more.
*02

Yeah, yeah. That's how I felt anyway. I don't know about other people.
*AC
Mmmm Mmmm.
*02

But I felt that way.
*AC
It would seem that, that's how people are on the whole.
*02

Mmmm.
*AC
That at first they're scared and, and ah ... anxious and then um ... once they've adjusted
to it and they've realised that, that ah you know, we have the ability to ....
*02

Yes.
*AC
.... to um .... keep people um ... ah ... well
*02

Mmmm.
*AC
.... maybe not well but at least keep them alive through all situations ....
*02

Yes, yes.
*AC
.... that they relax and they accept it. Um ... but yeah ... it's a very strange environment.
*02

Oh yes.
*AC
And so night times were noisy. That, that's understandable ...
*02

Yes, yes.
*AC
there's been some studies done that show that Intensive Care is a very noisy place all
the time.
*02

Oh yes. See I thought it would be very quiet place.

*AC
Mmmm Mmmm.
*02

You know for some reason, why I don't know.
*AC
Mmmm Mnimm.
*02

But it was very noisy but as I say you get used to that after a while anyway you know.
*AC
And you didn't have trouble sleeping? Or you don't recall having trouble sleeping?
*02

No, they were giving me sleeping tablets which I hate. And they used to make me feel
sick on the tummy.
*AC
Mmmm.
•02

So then in the finish I just didn't have them. I used to sleep anyway you know.
•AC
Mmmm. Do you remember them giving you sedation?
•02

Not particularly. Well I'm on Tofi-anol. They gave me those. We had to fight to get
them to give me those cause I was ... I only ever took one at home. I was ... nervous
breakdown about 17 years ago you know and ah ... they ... when they asked what
medication I took my husband told them I only took one of those and they insisted down
there I take three and they made me .. cause I've never taken three in my life. And they
made me sick oh ... you know so anyway I used to have to get something to take after
that you know.
•AC
Mmmm Mmmm.
•02

So anyway they cut it down to two and once they cut it down to two I was okay.
•AC
Good.
•02

But I can't remember any other medication. I was having all sorts of things I think. I
can't remember.
•AC
Oh you would have been. Ordinarily most people have um ... some sedation
intravenously...
•02

Oh yes.
•AC
... whilst, whilst they're on the ventilator. It makes it easier to ventilate them
•02

Yeah.
•AC
.... and that's possibly why you can't remember a lot about being ventilated because you

were on
*02

I knew I was being fed through a tube and all that kind of thing you know.
*AC
Mmmm Mmmm.
*02

So you didn't get hungry?
*02

No, no. That's one thing I wasn't.
*AC
Mmmm.
*02

No, I wasn't hungry at all.
*AC
Mmmm Mmmm.
*02

Well see if I'm not well I go off my food straight away so ....
*AC
Right. I wish I would (chuckling)
*02

.... (chuckling).
*AC
... I don't think anything puts me off food. I'd have to be on my death bed to go off my
food.
*02

(Chuckling)
*AC
(chuckling) Um ... what about your mouth? Do you remember having lots of.... um ... a
really dry mouth or, or discomfort with your mouth?
*02

No, not really.
•AC
No.
*02

No.
*AC
Oh that's good.
*02

No, I can't remember that.
*AC
Cause we tend to focus a lot on mouth care.
*02

Oh I see. Yes.
*AC
Um ... when you have the tube in your mouth and you're not eating ....
•02

Mmmm.

*AC
... and drinking and that sort of thing.
*02

No I wouldn't say I noticed anything there very much
*AC
Excellent. Very good. Urn ... were there any sort of experiences or events that happened
during your Intensive Care stay that spring to mind that, that were of signijScance do you
think? There's no events that happened that you got rapidly worse for some reason or
*02

No.
*AC
.... or rapidly better or ....
*02

No not that I can thmk of
*AC
or that something unpleasant happened.
*02

No only this fella that I didn't like.
*AC
Oh right.
*02

My husband come in and I said I don't like him. (chuckling).
*AC
And that was .... he was a nurse.
*02

Yes, he was .... he was the only one.
*AC
MmmmMmmm.
*02

Everyone else was absolutely wonderful you know.
*AC
And, and just to, just to talk about that for a moment. Just to find out what was it that,
that ah ... made you not like him. What did he do that....
*02

Well it was ... um ... I was in bed. I remember I was in bed and of course I had all these
things and that you know and I wanted the pillow changed and the rail was up and the
pillow only sort of come to there and I had ... part of my head was on the rail and part of
it was on the pillow and I asked him could he move the pillow over and he said " you've
just got there" and he walked away you know. So I thought I'll forget about that you
know and then another time one of the lasses asked him to help her um ... help with me
... I don't know if I was on a pan or what I wanted something and he, he wouldn't help
her. So I don't know whether it was .... just he was having a bad day or whether it was
me or whether it was the giri and she said "oh forget it". So whether he was like that
normally I don't know.
*AC
Mninim Mnrnim.

But he was the only one.
*AC
Right.
*02

As I say you can always meet one.
*AC
Oh absolutely. And there's something like sixty nurses working in Intensive Care.
*02

Oh I know, I know.
*AC
So if there was only one person (inaudible - participant speaking at the same time).
*02

No they were all wonderful.
*AC
No but it's just good to know um ...
*02

The attitude of...
*AC
what it is about people's manner that, that....
*02

Oh the others were all so gentle and .... and the lass who washed my hair... I can't think
of her .... her name was Barnett.... her surname was Barrett... Kerry, Kerr ... oh I've
forgotten their names now.
•AC
Yeah, yeah, that's okay.
*02

Debbie, Debbie I think her name was and ah ... she was absolutely wonderful. She was,
she as a darling
*AC
Ah hah.
*02

... there was different ones. But they were all very nice. No I couldn't say any were
better than the other really.
*AC
Mnimm Mmrnm. That's great. That's really good.
*02

Yeah so.
*AC
There was a thing that, that came to mind and um ... (long pause here) no .... it's slipped.
*02

It's gone has it? Like me ....
*AC
There was something else that I was going to ask you ... do you remember um ... you've
said that you had a tube in your nose feeding you
*02
Mninim
Mmmm.

*AC
and you probably had other tubes and that sort of thing ....
*02

Mmmmm Mmmm.
*AC
.... was that annoying or, or ....
*02

Only if I wanted to turn over and I was laying on everything.
*AC
Right.
*02

And this tube here occasionally they'd forget and they'd sort of pull your head.
*AC
Mmmm Mnimm.
*02

You know, if you had your head there .... they'd pull it and they'd forget sort of thing ..
*AC
Mmmm.
*02

... sort of a bit of a gerk on you ....
*AC
Mmmm.
*02

It was a bit uncomfortable.
*AC
Mmmm.
*02

Yeah. So I was very happy when that came out.
*AC
Yeah I'm sure.
*02

Yeah (chuckling).
*AC
I've actually had one in myself
*02

Have you... yes.
*AC
And ah I hated it (chuckling).
*02

Yes.
*Ac
But I was only in Intensive Care for about 12 hours.
*02

Yeah, yeah. It is uncomfortable. Particularly when you're as you say you're sittmg and
they forget they're behind you ....
*AC
Mmmm.

... and they'd forget they've only got so much leeway you know.
*AC
Mmmm Mmmm.
*02

Yeah. So I was very happy when they said that was coming out.
*AC
Good. Good.
*02

Mmmm.
*AC
Now when you're in Intensive Care usually you don't have much clothing on.
*02

Oh no, I only had a gown.
•AC
Yep yep. Did you find that a problem or

?

•02

No, no.
*AC
No.
*02

It didn't worry me. No.
*AC
No. Didn't worry you.
*02

And I had a bit of incontinence so I had to have pads so ....
*AC
Yep.
*02

that was the only thing really.
*AC
Yep. And those sorts of things didn't worry you?
*02

No they didn't worry me at all.
*AC
Oh that's good.
*02

No.
*AC
Would they ordinarily do you thmk?
*02

Oh if I was just in here they would.
*AC
Yep.
*02

Yes. I prefer my own things you know.
*AC

Mmmm. So why do you think it was that it didn't worry in there?
*02

Well possibly because I was so sick and everybody else was the same so ....
*AC
Mmmm.
*02

and I mean changing people's nighties and all this kind, it's much easier for them to
put on one of those gowns, than it is to change people. They had to cut the first one off
me so .... (chuckling). So they told me after. I didn't realise.
*AC
Mmmm Mmmm.
*02

Yes. No it was much easier for them.
*AC
Mmmm.
*02

And much easier for you, you know than putting your hands over your head and all that
kind of thing. Yeah.
*AC
And is it the manner with which the nurses attend to you in those circumstances that....
*02

Oh yes.
*AC
do you think that helps?
*02

Oh definitely.
*AC
Yep. If people don't make a fuss and they just....
*02

Yeah, yeah, oh no, no I think it's their attitude to the patient and everything. I think it's
very positive.
*AC
Good.
•02

Yeah, yeah.
*AC
Okay. Well I think that's um ... I think I've picked your brains um pretty well about
Intensive Care havn't I?
*02

Okay then. Well I hope I've helped you a bit anyway.
*AC
I thmk you have. Yeah. Yeah. Um .... you're only the second person I've interviewed so
it's still a matter of finding out....
*02

Oh I see. Yeah, yeah.
*AC
I need to go back over the ah transcripts of the interviews

*02

Yeah.
*AC
... and start to see urn what sort of information ....
*02

Oh I see.
*AC
I'm getting and that will help me to go on.
*02

Yes, yes, yeah.
*AC
Urn .... but no, no, no what you told me is um .... what you've told me is very helpful and
*02

Oh good.
*AC
... and it's good to know. The last person I interviewed actually was only in Intensive for
about um .... 24 hours so he couldn't tell me much at all.
*02

No.
*AC
Ah...
*02

Oh well I was there for 16 days before I was ... you know and I was brought up about 4
days up....
*AC
MmmmMmmm.
*02

.... that was all you know, before they brought me up here. So I was there for quite a
long while.
*AC
And that, that sounds like it wasn't too bad an experience um ...
*02

Only at first.
*AC
having been there for 16 days.
*02

Only at first.
*AC
Mmrnm Mnimm.
*02

Only at first. Once I started to feel better ...
*AC
Mmmm.
*02

.... I felt... I felt not too bad. I thought well I'm not going to be here for ever.
*AC

Mmmm.
*02

Mmmmm. Mmmmm.
•AC
Good.
*02

But they reckon I'd made a remarkable recovery anyway so
*AC
It sounds like you did. Mmmm.
*02

Mmmm Mmmm.
*AC
You said at first it was bad. Um .... so you do have a few vague memories of, of.. .
*02

Oh of being so ill. That was the only thing that I....
*AC
Mmmm Mmmm.
*02

being so sick and like I knew my family were there.
*AC
Mmmm Mmmm.
*02

But I just didn't care ....
*AC
Mmmm Mmmm.
*02

.... whether I was here or not.
*AC
Mmmm Mmmm. Mmmm Mmmm.
*02

And I don't... although somebody did say that that's quite normal to feel that way when
you feel so sick.
*AC
I think it is. When I have a cold I feel like not being here (chuckling) and ....
•02

Yeah, that's right (chuckling).
*AC
.... and, so you probably had the worlds best... the worlds worst cold and, and ah plus
some more.
*02

Yes, that's right. I know I gave my family a hard time you know and I felt, I felt that but
yet I still didn't care you know.
*AC
Mmmm.
*02

Until I started to ... I started all this and then ... we all got positive about everything and
... and we went from there.

*AC
Did you have much pain at that time?
*02

I didn't have any pain and ....
*AC
No.
*02

... only this breathlessness that I couldn't breathe.
*AC
Mmmm Mmmm.
*02

That was the only thing. I just couldn't breathe.
*AC
Mmmm Mmmm.
*02

That was the only thing. I just couldn't breathe.
*AC
Mmmm Mmmm.
*02

And that's when they said they had to do otherwise it would have been .... there was
nothing else they could do for me you know.
*AC
Mmmmm. So the, the tracheostomy ...
*02

That was the (inaudible) that saved me really. They said that yes, yes. They said if I
hadn't had that I wouldn't be here.
*AC
Mmmm.
*02

So.
*AC
And do you remember um going from the breathing tube in your mouth to having a tube
here?
*02

No. Don't remember any of that.
*AC
No.
*02

No. Not a thing.
*AC
Mmmm. And did it feel strange breathing through here?
*02

Well I didn't really know ....
*AC
Breathing through your neck.
*02

.... I was breathing through there. It was just that when I swallowed ....

*AC
Mmmm Mmmm.
*02

.... as I say after a while when I swallowed it hurt my ears.
*AC
Mmmm.
*02

That was all. I didn't realise I was breathing through there at all to tell you the truth.
*AC
Mmmm. That's amazing. I've always thought that it must feel strange to breathe
through (inaudible) but I guess you were very sick and you didn't....
*02

Yes, yes.
*AC
know (inaudible)
*02

No, no no.
*AC
Good good. And, and just a couple more questions about when you were feeling really
sick and really bad. Um .... did you have ... what, what was the, the worst thing about
that? About feeling so sick? Could you put your finger on sort of something that was
really bad about that?
*02

No, I don't think so. Just that I was so ill.
*AC
Mmmm Mmmm.
*02

Thought I'd .... nobody'd get any sicker than what I was you know.
*AC
Mmmm.
*02

Mmmm.
*AC
Never been that sick before?
*02

Never.
*AC
No.
*02

And I never want to be sick again (chuckling).
*AC
Were you scared?
*02

Oh I was a little bit fiightened.
*AC
Mmmm Mmmm.
*02

You know I was a little bit frightened but I was just so ill I didn't care what happened.
That was the only ....
*AC
Mmmm.
*02

.... the only way I could put it you know.
*AC
That's fair enough.
*02

Yeah.
*AC
Okay. That's, that's it.

(End of tape).

APPENDIX E
DEMOGRAPHIC PROFILES

Code No

IO

Reason for ICtJ i<drtti«iSiort

Gettder

LOS

VmiiUitiX

Age

Cliissißciitiort

Ol

Post Craniotomy & D/0 Sub dural
Haematoma

Male

1

No

Acute

42

02

Respiratory failure caused by infectious
exacerbation of CAL

Female

16

Yes

Critical

70

03

Respiratory failure caused by
cryoglobulinaemia

Male

18

Yes

Critical

: 66

04

Post removal of tumour from sacrum
and rectum.

Male

7

Yes

Critical

45

05

Septic shock post laparotomy for liver
rupture

Female

10

Yes

Critical

61

06

Post AAA repair

Male

1

Yes

Acute

65

07

Respiratory Failure caused by infectious
exacerbation of CAL

Female

11

Yes

Critical

69

08

Acute exacerbation of asthma

Female

4

No

Acute

40

09

Acute exacerbation of asthma

Female

4

No

Acute

19

APPENDIX F
CODING MEMOS

Saturday 12/7/96

Participant 02

Open Coding

Languor:
Page 1. 02 felt so ill that she didn't care what happened to her. This
feeling can be described as languor or languidness. In a sense it is a property, a subjective
property, of critical illness.
"But I was so ill I said I didn't care what they did to me."
In this particular instance, she felt this way prior to admission to hospital.
Page 25.
"Oh of being so ill That was the only thing that /.... being so sick and like my family
were there
But Ijust didn't care
whether I was here or not. "
Whilst critically ill this is how 02 felt. She didn't care about her family, didn't care about
living, in fact she gave up her will to live because she felt so sick.

Self Assertion:
Page 2. " Ifought them over that see, that's the thing. And they brought
my son from England.
My daughter was here & they discussed it all with the
doctors. They weren 't quite sure whether I should have it done or not you know, I fought
them over it anyway..... "
Here she is talking about the doctor's intention to do a tracheostomy but she didn't want
it and that was the most important thing to her. It didn't matter that her son had come all
the way from England, if she didn't want to have the tracheostomy she wasn't going to
consent to it. It's interesting that in such a powerless position she could still assert
herself so staunchly. It would seem that she had lost most of the other powers m her life
so she was going to defend her right to self determination no matter what.
Desire to Die:
Page 3. " Well IJust didn't want to be here anymore you know I was so
sick &I know I realised after but it was just that I was so sick that Ijust didn't think I
was ever gunna get over it anyway."
)2's illness feeling became so bad that she actually wanted to die. She was very
despondent & didn't think she was going to recover. This could be related to her history
of depression. She had had a nervous breakdown many years before & had been taking
antidepressants since then. Possibly her will/spirit wasn't as resilient as others &
therefore her threshold for suffering was lower than others.
This could possibly be an extreme case of languor.
Conference
Page 3. " They had a good round the table conference with the doctors
and everything and I, Ifinished up saying yes & ahh they gave their consent for them to
doit."
This is a description of a conference between the patient, doctors & family. It shows how
effective & successful good communication can be. This conference changed her mind

from wanting to die to agreeing to have a tracheostomy.
Amnesia
Page 3. "Well look I couldn't remember really to tell you the truth. "
This is how 03 responded to being asked about her first impressions of ICU. She is
amnesic of the early stages when she was extremely ill. She had just been transferred
from another hospital which didn't have any spare ICU beds but her condition had
deteriorated to the point where she required intensive care. Her amnesia probably lasted
for a couple of days and could have been attributable, at least partly, to drugs.
Perpetual Action
Page 3. "There's such a lot going on and lights and ....I knew people
were very ill "
Her first impressions of ICU were of perpetual action. This short sentence actually
describes the action and atmosphere of ICU very well.
Page 5.
"... / could see that they were so busy with everybody and Ifelt to a certain extent that I
was in the way a little bit you know,..."
At this stage 02 had progressed to a stage where she didn't need much attention and she
was sitting up most of the time and obviously watching the staff doing their work in ICU.
She perceived them to be very busy with everybody which is another state of perpetual
action.
Incomprehension / Incomprehensible
Page 3. "But I was so ill myself that I don't really
comprehend very much at allfor a little while. "

I didn't really

One of the consequences of being so ill was that she couldn't comprehend what was
going on all around her. This could well be an altered state of consciousness where the
person has a general awareness of those gross things happening around them but they are
unable to make any sense of it.
Page 26.
"AC: And did it feel strange, breathing through here?
02: Well I didn't really know... I was breathing through there.... I didn't realise I was
breathing through there at all to tell you the truth. "
So 02 didn't realise that she was breathing through a hole in her neck rather than her
nose and mouth. This is too big a change in normal physical functioning not to notice. So
it must have been that it was just too big a change in normal functioning for her to
comprehend.
Page 8.

"Well at first I didn 7 really understand it,..."
This comment was made in reference to breathing on the ventilator. She couldn't
comprehend it and therefore couldn't understand it. I don't know if she couldn't sense it
and that was the reason for not being able to comprehend it or if she was just so ill that
she couldn't comprehend this thing that was doing the breathing for her.
Aversion
Page 4.
AC: "So you had a tube in your mouth by this stage."
02: "Yes, yes. It wasn't very pleasant. I didn't like it "
Obviously the ETT caused some aversion because it wasn't very pleasant.
02: "And then I didn't like the tube they put in to ... to suction you, you know
I
hated that. I reaUy .... every time they said you don't like this and I said yeah but you
haven't got to have it. But then anyway after a while I even got used to that you know."
Suctioning caused major aversion. She hated this procedure passionately but interestingly
she became accustomed to it and this somehow made it easier to accept. This strange
alien procedure which felt very unpleasant and she had no understanding of was being
performed on her and the more she was exposed to it and the more understanding of it's
necessity she gained the more immune she became to the unpleasantness. With immunity
came acceptance. It could also be that over time her condition improved and the better
her condition became the more resilient she became. An important point to make here is
that the acceptance is dependent on understanding.
Page 8.
"But I did think that a good idea was having the machines behind you so you couldn 't
see what was going on.
AC: Ah so you preferred not to be able to see that?
02: ¡preferred not to see that yes yes."
02 felt averse to the life support technology. It wasn't quite a fear of the technology just
a mild aversion. It was like things were better, more comfortable, not being able to see
the machines.
Adaptation & Acceptance
Page 4.
"Yes, yes. It wasn 7 very pleasant. I Didn't like it.
situation."

but urn... but I accepted the whole

" But then anyway after a while I even got used to that you know. "

Page 5.
"But in the finish I did used to say.... They said do you want a suction? And I knew that
1 had you know... sputum there and Fd say yes so ...in the finisK Ijust took it as a
matter of course. Not that it was very pleasant. "
Following on from aversion is adaptation and acceptance. Initially those procedures that
created aversion, such as suctioning also eventually lead to adaptation and acceptance.
Adaptation would happen first and involved becoming accustomed to the procedure. It
would seem though that she had to believe that the procedure was helping her move
toward recovery for her to accept them.

Page 8.
"I got to a stage where I really, really needed it and there was one night when they
wanted me to try and go all night without it, but Fd been up from 8 o 'clock in the
morning in the chair until about 8 at night and it was about 11 O 'CLOCK and I still
hadn V had the machine, but I was so tired I had to ask them if they'dput it on, so they
did "
02 got to the stage, with the ventilator, of accepting it to the extent that she actually
asked the nursing staff if she could be connected to it for assistance with her breathing.

Page 15.
"But after a while, after a while you sort of get used to it you know, to a certain extent. I
don't think you ever really get used to it
But you sort of settle down and ...you know
what's going on, you know."
It would seem that with adaptation comes understanding and with understanding the fear
factor diminishes.

Soreness
Page 4.

"Oh well ...my throat was sore, my ears were sore. Every time I swallowed you know...
but they tested my ears and there was nothing there. I suppose it was just the soreness
from everything really."
This comment was made in relation to the ETT or the tracheostomy. She tended to
interchange these two things. Nevertheless it illustrates the soreness that she felt during
her stay in ICU. Soreness is a milder sort of pain that many ICU patients, in particular
those with ETT's or tracheostomy tubes, would feel regardless of the condition that had
caused their admission to ICU. It is also a type of physical suffering.
Faith
Page 5.

"... not that I wanted the attention because I didn't need it, but if I did need anything I
knew they were there for me anyway, you know. "

Presuming that 02 is referring to the collective them as the staflf of ICU it would seem
that she had a lot of faith that they would attend to her if she needed their attention even
though they were very busy.

Attentive care
Page 6.

"Yeah, I know I had wonderful attention "
This is a comment about the nursing care she received in ICU.

This could almost be considered a property of care. That is the care that she received in
ICU was very attentive or that the carers were very attentive.
Hair washing & Makeup
Page 6

" You, you know one lass washed my hair for me... "
she made my face up. And of course I hadn 7 had make up on since I was in there
you know. Of course they sat me in the chair and er everybody's walking past..."
Having her hair washed and makeup applied seemed to leave a lasting impression on her.
To her they seem to be examples of kindness and optimal nursing care. At this stage in
her ICU stay she thought they made a significant difference to her condition. She said
that they gave her a boost. It seems that these things made her feel like a whole person
and restored some of the normality and vibrance to her life that had been missing whilst
she was critically ill.
This could be part of a category called humanising care.

Complements / Encouragement
Page?
"And she walked past and of course she always smiled and said hello and she went
'that's how you look' she said 'when you're not sick' you know. So of course that was a
bit of a turning point too. So even that little bit helped, you know."
She was referring to one of the doctors in this extract. The complement she received
from the doctor was very encouraging for her and she considered this to be fairly
significant. Having been gravely ill it must have been very encouraging to have one of the
doctors acknowledge that she no longer looked sick and that she was indeed on the road
to recovery. It was also one of the stages in the transformation from sickness to wellness.
Page 12
"He walked past me one day and said you're beautiful... you know like just sort of gives

you that little boost you know."
Another example of the way that complements, from a doctor in this instance, provided
encouragement to 02.

Bed rest
Page 7
"Yes well that got to a point where it was alright if they turned you, you know. Like
because you get sore from being on your back always
It seems that Bed rest was another part of ICU that was fairlyfixistratingbut if the nurses
were attentive enough in their care it was bearable. It was frustrating or annoymg
because of the soreness that would develop if left in one position for too long.
Frustration
Page 7
"Another thing Ifound was that nobody seemed to be able to work that T bar thing, it
kept falling off all the time.... / had bows and I had... and this girl, this night, I said
I'm choking, it 'sup... and I said to my husband you'd think they'd be able to get
something that would stay on. You, you know itJust kept dropping o f f . "
In this instance 02 became frustrated with technology that wasn't functioning as well as
she wanted it too. There is also an element of fmstration with the nurse who was looking
after her. She expected this nurse to be able to secure the T piece onto the tracheostomy
tube without any problems.
Fear
Page 7.
" And then someone would come and they wouldn Y know how to work the equipment,
you know and I thought like you'd think that they would all know the same thing if it
was the same equipment, you know. That began to get to me a little bit.
AC: In what way
02: Um... well I thought do they know what they 're doing, you know. It's a little bit
frightening to know like they 'd say how do you doe it and one girl apparently
but it
was a bit unpleasant them sort of not knowing what the equipment was all about, you
know..."
In this instance fear was caused by the nursing staff not knowing what they were doing
with certain pieces of machinery. In ICU 02 would have had to place a lot of trust and
faith in the nursing staff whilst she was on life support machinery so it is understandable
that she would have becomefi-ightenedwhen nurses were caring for her who didn't seem
to know what they were doing. This only happened once that she could recall so it
wasn't something that caused a lot of fear for her.
Page 15.
"But I mean of course when they 're going about their business and your moving about

sort of thing you know. But atfirst I was a bitas
I say I was frightened... Because
when you \e never been in those circumstances before you just don't know what's going
on you know. "
This was said in reference to what it was like at night time. So it would seem that 02
experienced more fear at night than during the day. The fear was caused by the not
knowing what's going to happen and the strangeness of the circumstances.
Page 26:
Oh I was a little bitfrightened. Y you know I was a little bit frightened but I was just so
ill I didn 't care what happened.
Here 02 admits to being a little frightened during the phase of bemg critically ill but this
fear was overwhelmed by the feelings being sick and the languor this induced. It seems
that she wasn't that scared because she didn't care whether she lived or died and once
the will to live is lost then also the fear of dying seems to diminish as well.
Ventilator Rhythm
Pages
" I can remember the machine being there and I can remember a sort o f , it wasn V a
clicking sound, it was sort of a beat, you know, yes yes. "
This is 02's recollection of what it was like being on the ventilator. She couldn't recall
any physical sensations of being ventilated but she could remember this sound or beat
that the machine made. Sounds similar to the sound of a train rolling along the tracks.
Safety
Page 9.
"Actually it was rather a safety thing Ifelt, particularly that night when I was so tired. "
Having the ventilator close induced a sense of safety in 02. She knew that if she was
going to have trouble with her breathing that the ventilator was available to help her out.
This concept is somehow related to acceptance.
Discomfort
Page 9
"I was a bit uncomfortable all the time with all the, you know, polynate you Ve got all
these leads and all this kind of thing and you 're turning over and you Ve got all these
leads on and you've got leads everywhere, all over sort of thing and once they just took
everything away, you know, it was really good. "
From this extract it would seem that there was a certain level of discomfort in the
background all the time whilst in ICU. This discomfort was caused largely by all the
monitor leads.
The joy of Movement
Page 9
"AC: What was it then like getting out of bed and, and being in the chair? Was that a

big difference?
02: Oh I thought it was great.... (chuckling) thought it was wonderful "
"Well Ifelt I was getting better at least, at least I was out of bed you know and you 're
using different muscles."
The joy of movement was certainly related to this being a symbol of recovery but it also
has a more inherent aspect of the joy of moving from the bed which she'd been restricted
to for many days to a chair next to the bed where she had a different position, used
different muscles and probably felt much happier.
Fun
Page 13

"And when I had this done (indicating tracheostomy) the girls down there drew a bow
tie on mine... so we had a bit of fun as well.. ..which was good it '5 all positive."
It's interesting to note that 02 had some fun whilst in ICU. Fun and critical illness aren't
usually spoken of together so it's very interesting.
Insight
Page 14

"AC: And you didn't mind having the physiotherapy?
02: Oh no, because I knew that's the only way I could get better really you know.... "
02 had enough insight to realise that the physiotherapy was going to help her. This is
important to note because often staff in ICU believe that the patients don't really know
what's going on and this has implications for practice.
Noise
Page 15.

"AC: Now ..Ah.. Do you remember the nights much?
02: Oh not really. I thought it was noisy. "
Page 17.

"But it was very noisy hut as I say you get used to that after a while..."
Noise is one of the qualities of the ICU environment. From what 02 says she noticed it at
night time and it may have interrupted her sleep but she suggests that it was also there
during the day.
Negative Interactions
Page 19
"Well it was .. Um .. I was in bed. I remember I was in bed and of course I had all these
things and that you know and I wasted the pillow changed and the rail was up and the
pillow only sort of come to there and I had ... part of my head was on the rail and part of
it was on the pillow and I asked him could he move the pillow over and he said 'you've
just got there' and he walked away you know. So I thought I'll forget about that you
know and then another time one of the lasses asked him to help her um ... help with me ..
I don't know if I was on a pan or what I wanted something and he, he wouldn't help her.

So I don't know whether it was ... just he was having a bad day or whether it was me or
whether it was the girl and she said 'oh forget it'. So whether he was like that normally I
don't know."
This is the only negative interaction that 02 could recall. The reason 02 found it
unpleasant was that the nurse she is speaking about wouldn't help her on two occasions.
TWs contrasts quite considerably with the many other accounts of positive interactions
with staff she met in ICU when she emphasized the kmdness, friendliness and gentleness
that the staff displayed on these occasions.

Turning Point
Page 25.
"Until I started to,.. I started all this (indicating tracheostomy) and then ...we all got
positive about everything and... and we went from there. "
The point at which 02 consented to the tracheostomy she considers to be the critical
moment in her ICU stay when she turned the comer and started moving strongly toward
recovery. She speaks of the tracheostomy as being something she did as if by consenting
to the procedure the procedure then happened automatically without the involvement of
anyone else. This dispels any idea that patients in ICU are passive powerless recipients of
therapy and care. 02 believed that she controlled her destiny in this situation and that the
power to decide was all the power she needed to exert that control.
Page 26.
"That was the only thing (tracheostomy) that saved me really. They said that yes, yes.
They said if I hadn't had that I wouldn't be here. "
02's perception was that the tracheostomy was really the turning point in her ICU stay.
She believes that if she hadn't had the tracheostomy she would've died. This clearly isn't
the case, but it's interesting that she has this perception. Particularly considering that she
believes that she had the power to either make it happen or stop it from happening.
Painlessness
Page 25
"AC: Did you have any pain at that time?
02:1 didn 7 have any pain and.... "
The time being referred to is the period when she felt critically ill. During this period she
didn't have any pain, although at other points in the interview she has talked about
soreness. It is significant however that she didn't recall having any pain.
Breathlessness
Page 25.
Qfily this breathlessness that I couldn't breathe. That was the only thing. I just
couldn't breathe."

She talks about breathlessness and remembering this sensation but, unfortunately doesn't
comment on what her subjective feelings toward the breathlessness were.

APPENDIX G
AXIAL CODING MATRIX

Phenomenon
Breathlessness

Participant
03, p 23. P 4 of OS's
transcript.

Cause
Being rolled over
onto his side.

Context

Intervening Conditions

03 was susceptible to
spontaneous haemorrhages due to
his underlying condition. A
couple of times he pulmonary
haemorrhages when rolled onto
his side. This may have been one
of those instances or it may have
been that his ARDS was bad
enough that when rolled onto his
side he was tipped over the edge
of respiratory tolerance.

These episodes of breathlessness
were so bad that 03 thought that he
might die.

Action / Interaction Strategies
Nurses would reassure 03 that
everything was alright and they would
advise him to relax & breathe deeply.
He didn'tfindthese strategies at all
effective.

wo
lO

09, p 22. P 2 of 09's
transcript.

Acute Asthma

She was in ICU & the effort to
breathe was so exhausting that
she wanted to stop.

Having no family present in support
exacerbated the distress of
breathlessness.

Oxygen therapy, ventolin & IV drugs.

02, p25

Her illness

02 had respiratory failure caused
by an infectious exacerbation of
pre-existing CAL.

She felt so sick at this stage she
didn't care what happened to her.

She consented to & underwent a
tracheostomy soon after this.

03, p 23, P2 of her
transcript

His illness

03 was admitted to ICU in
respiratory failure and was treated
in the first instance with CPAP
via face mask. He thought the
CPAP exacerbated the
breathlessness.

CPAP induced feelings of
suffocation which lead to intense
anxiety.

CPAP was used to treat the
breathlessness. The CPAP wasn't
sufficient & 03 had to be intubated and
mechanically ventilated.

09,p22.P3of09's
transcript

Acute Asthma

ICU

Fear of dying Unked to desire to
stop breathing & fear of respiratory
arrest whilst asleep.

Insomnia

APPENDIX H
GROUNDED THEORY EXPLAINED

Grounded Theory was devised by two sociologists, Barney Glaser and Anselm Strauss,
whilst working in the School of Nursing of the University of California, San Francisco
(Stem 1994).GTounded Theory was then presented, by Glaser and Strauss, in 1967 in a
book entitled The Discovery of Grounded Theory. In this book Glaser and Strauss
sought to offer a rationale for developmg theory that was grounded and which would
contribute to closing the gap between theory and empirical research. The book also
outlined the logic for and specifics of grounded theories. In later publications (Glaser
1978; Strauss 1987; Strauss & Corbin 1990; Strauss & Corbin 1994) the specifics of GT
were further elaborated.
With regard to GT, Strauss and Corbin (1994) have stated that:
Grounded theory is a general methodology for developing theory tliat is grounded in data
systematically gathered and analysed. Theory evolves during actual research, and it does
this through continuous interplay between analysis and data collection.
(Strauss and Corbin 1994, p. 273)
Grounded Theory is comprised of two guiding principles, termed theoretical sampling
and theoretical sensitivity, and a systematic set of coding procedures. The coding
procedures, can be divided into three distinct phases: 1. Open coding; 2. Axial coding;
and 3.Selective coding. Although these procedures have been divided into three distmct
phases, for the purpose of description, in practice they are not so easily distinguished.

Theoretical Sampling
The sampling method used in GT is unlike most other sampling techniques employed in
either quantitative or qualitative research. In quantitative research the sampling method is
usually driven by mathematical theory, whereby the group of individuals to be studied is
decided on prior to the commencement of data collection using random numbers or
mathematical formulae (Bums & Grove 1993, p.235). In contrast the rules of qualitative
sampling are less rigid. Moreover, the major difference between quantitative and
qualitative sampling techniques is that sampling in qualitative studies often continues
throughout the study (HoUoway & Wheeler 1996, p. 73). Sampling, in GT, is similar to
purposive sampling in that sampling continues throughout the study. However
theoretical sampling differs from purposive sampling in that the sampling process is

driven by the concepts emerging from data analysis rather than a set of predetermined
criteria, and therefore cannot be planned beforehand. Glaser and Strauss (1967) define
theoretical sampling as:

...the process of data collection for generating theory whereby the analyst jointly collects,
codes and analyses his data and decides what data to collect next and where to find them, in
order to develop his theory as it emerges.
Glaser and Strauss (1967, p. 45)

In other words which informants to select and where to select them from are directed by
the theory emerging from the data previously collected. In this sense GT is a very
dynamic research approach in which data collection and data analysis have a constantly
evolving relationship.

Through the process of theoretical sampling the researcher continues collecting data until
the codes emerging from the data analysis are saturated. Saturation of codes refers to
their completeness; a code is saturated if the researcher can answer, via the data,
questions regarding the cause, context, and consequences of the particular code
(Hutchinson 1993, p. 203). The researcher knows that they have reached this point of
saturation when the data most recently collected fails to shed new light on the
phenomena and all questions about the phenomena, generated from previously collected
data, have been answered.

Theoretical Sensitivity
Theoretical sensitivity is one of the major guiding principles of the GT approach. It
incorporates both an attitude that the researcher approaches the process of research with,
and an intuitive sense that gradually develops within the researcher whilst doing the
research. Strauss and Corbin (1990, p. 42) state that:
theoretical sensitivity refers to the attitude of having insight, the ability to give meanmg to
data, the capacity to understand and capability to separate the pertinentfromthat which
isn't.

Holloway & Wheeler (1996, pp. 102-103) identify various sources of theoretical
sensitivity, including: professional experience; personal experience; pertinent literature;

and the research process itself. By reading relevant texts and articles, by working in the
area under scrutiny, by reflecting on any personal experience of the phenomenon in
question and by doing the research itself one can assist the growth of theoretical
sensitivity. The stronger the sensitivity the more incisive and revealing the process of
analysis becomes.

Open Coding
Open coding is the first step in the analytical process when using the GT approach.
Strauss and Corbin (1990, p. 61) define open coding as: "... the process of breaking
down, examining, comparing, conceptualising, and categorising data." Firstly the data
are broken down into their component parts, known as concepts. Each concept is then
labelled to enable flirther examination and discussion. They are then compared and
analytical questions such as 'What is this?', 'How does x concept relate to y concept?'
are asked. The process of comparison contmues constantly throughout the research
process. Finally the concepts are grouped together into categories on the basis of their
similarities.

Axial Coding
Axial Coding is the next major phase in the analytical process. Axial codmg is the phase
of the analytic process in which the data are reassembled (Holloway & Wheeler 1996,
p. 106). Categories and subcategories are linked together in the first steps towards
constructing the grounded theory. The primary part of this phase is putting the data back
together in new ways. A paradigm model has been identified by Strauss and Corbin
(1990, p. 96) to facilitate this phase of the process and involves conditions, context,
action/interactional strategies and consequences.

Selective Coding
The last phase of the analytical process is selective coding. Strauss and Corbin (1990, p.
116) define this phase as, "The process of selecting the core category, systematically
relating it to other categories, validating those relationships, and filling in the categories

that need further refinement and development." If axial coding is the phase in which the
data are put back together, selective coding is the phase in which the resultant theory is
constructed and the overall structure of the theory is strengthened and polished. The core
category becomes the foundation on which the framework of the theory rests and the
other categories become the main supporting beams around which the theory is
constructed. This process is facilitated by explicating the storyline, or descriptive
narrative, about the central phenomenon of the study.

